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I. INTRODUGTIOM 



The family is viewed as the backbone of civilization, as the institution 
upon which society's other institutions rest, and as the source of each 
person's ability to relate to others and form ah image of the self, or an 
identity. When people cdhCQptualize a farhily they see it composed of a 
father, mother, and two or three children. In short, they see a nuclear 
family. 

In Its broadest sense, "family'' refers to people related not only by 
blood, but by seatiment, marriage, agreement, or circamistance; In 

.addition to the nuclear family, there are single-parent families, foster 
families, extended families, "blended" families, couples without 
children, cdmmuhal-style families, and other forms of family life. This 
booklet is addressed to all these fbrrhs. Close friohds can play a roie in 
the support system of individuals or farhilies as well. 

Theterrn "family," then. Is meant to include p*36ple who are 
significant in the life of a person who is disabled^ and who, even thougR 

• not family members, perform functions which are thought to be what a 
family does - both with and for its members. 

Depending dh the ages df its iriembers, the family is charged with 
various and cdrriplex responsibilities. Arridhg them are caregiving, 
pPoviding financial support and mahagerheht, as well as physical and 
ernotional support, helping with education, instilling values and 
discipline, providing for leisure and recreation, maintaining safe and 
sanitary living quarters, attending to health needs, while at the same 
time attending to members' needs for independence and self- 
expression. 

This is a tall Order for rridst people, who rhay lack the education, 
tirrie, energy, experience, br willinghess to fulfill all of these 
responsibilities at all times. Few farhilies are capable of theetihg ail 
these needs, for each family member — and the demand is even more 
awesome for single-parent^familles. 

However, when one or more family members have physical arid/or 
emotional disabilities, there may be additional responsibilities; These 
include: 



• M^jlpiri.cj Ui rrVdrnQfi th^j fl\<\}iU\()f\ p^irnon'tj phyfitr,?)! (or rr\(iiUf:fi\) 

phyfJK.fjl fjrivlrbnrriorif rmjy ihrjiif J*j r>f,Mool, worp ^viUj, ?r;nf^;porf;jfrori 
Qy»it*)rhfj, rrKjfjttrig pl/jr.fjtj, ^Td rfjf.r^j^Mori 

• Boing riWrjrfj of /inrj rrifir!;j(jjhci w\(i\\(ir\;f\ /irjprjoh; of rji^;'jhrlif / 
within rho famiiy. afs tFK3y njUit^i to tfi*) Hi^jJihUjd p^jr^ion, ffi^ircj^i, 
n«jight)orf>, 'jnrj rsooKjty (pni^irfjlly 

• ^^^f•rr^p^lruj to i.rofitrj ?ifi «nivjror»rrirjrit in //I'kji di'.-jhlod p'^r'^'irj 
o,jri rnovf; to,w/jrrJ rri?)/jrriijrh irKj»3p*;rji'Joriori 

• Hfjr.orhlhcj Pri6wl^irJcjfj;jblc) nUowt th^- ricjht^'; -'jriH hf>/t to //ht^H 
th') fjivjbU'rJ f;jrhily rr\w\\}fVr i»i ^intitUyJ 

• CornrnuniCfiting tfifj nffc^d'i of tPi^j d»-i;jhUjd (^«jr'.ori jrirj the; f;jrnijy 
to fj'jrwioe provifjortj ;)fKj to fjooifrty 

• Monitoring thf; y;yf;tfjm to *jn«iijro that th^;^«? righJ*: -jr^j -i^frvicor. .-jro 
bfiih9'Provirj<^i''J anrj thfit th^jy ?jr^j rrj^pofi^h/fj to th«i ofi-'ingirig n^j^jrj?. 
of tPu* rji«i^ib(f»rj p^jfiori ;)r»rj hl^i/h'jr f;jrnlly. 

t Thfjfi^i *)/tr;j rfj<}pon?iihiliti^jCi ojin m«;an ;)rjfj^«fj «;lr*i^'i for rh^r ^intirrr 
ffjrr>ily: Somo oornrnon family probi*;rn?i rf«^jiiltincj frorr» ;jrjrj^irj 
strfiSSRFi ar^ rnr-jritai rJiscorrJ, rii^turfjod oibling r^jl;)rionnF)ip^, ;j qrfHiUir 
likelihood of emotional dir,tro'^f:. *'irug ?jnrj/or ;jlf.ohol -ibn-if*. ;jrKj yn 
increased chancf; of family cri^if^s. No f^jrnHy o;jn furir.tiori jri;to?;ji 
isolation, 1 herr; simply arf* riot frnoiJcjh rfjnourr.^r; within a farriily to fulfill 
all the rc'Spr;n'.ibiliti*;?i with whrch it 19 r.harg^«d. Thir; is p'^^hoularly Imfi 
when we consider the family f>f a di?;?jhlfid p^rrBrih 

When a family member ts disabled it in e/perieno*;d on 'iorrKj level by 
each family member; Wheh disabiltty occorr, in a family: chanrjfifi m 
feelings, attitudes, lifestyle, financial conditions, energy and tirne 
expenditure, relationships, and independence rnay all be feit; Entire 
families can temporarily becorrie as "handicapperj" by diriablement a'; 13 
the disabled family member They can lose the ability to .ope. 

The term "coping." as it is Used irt this context, doer, not r;hly 
connote "acceptance" - although acceptance of disability ifi no e^^-^y or 
simple matter: Coping also means that the involv'jd persons actively 
assume responsibility for their own welfare, by stfiggling with 
problems or obstacles, thus gaining the kriowledge needed to solve 
problems. 

While the impetus to solve problems stems from the determinatidn of 
the people who are primarily affected, the process of coping does hr^t 
require absolute self-reliance. Building self-reliancr? is important in that it 
builds Internal strength. Moreover, if not taken to extremes, greater 
self-reliance enhances a person's ability to receive help, since it 
promotes equality in the relationship between the helper and the person 
who is helped. It affords the receivers of help the ability to choose 



when «fi<( ho// ff^y f^;^<yft hetp tKi^f#^for#*i rof^jr^q rrnjst i'>«; ".//rif^i/Jfrf^'J 
tO'W^ O'^^^^^^'^^'^Q wh//:h rriiij^iris nv»rpg with -^f.^^^ifft/ « t^t^^fyrrv^^ 

Mi 1tM>*^ fnv<»v^fj /^fth f^rnilrei. Vi^^tOUft rf**jian% fyy rhey C-d'* 

rmm% to tf^rn 

• Pffi'Vi^l? 6ifnrMOf) O^^ '//hifTr) Hn^ Hr^y, . xi'^i^y Kfi'^p yA\Hr f^'r !^ 



Whw a family fiijd^^/rVi/ r 



p^^ton- ft f% often d <^onfusjrt^ 



'p//?) or //HjCH Mf*;rr*, ojt of h'jfr;^r, 
control rt 1$ if UJ(^iX*inVr[f^ ffyr th^ ffjrr.'ly, //h^h th*: '.ot^'";^, ^ j^-jf ^^ 

impact of tfi'^i 'ym^bi^rr)i!hi r/anr^'j^ ^'^-'^ '--'-''J 
Sooety an/J r^-h^bil't^fon prof«;'ivor<^fft hav^ fr.t^'jjriori^iiy fo'. ri'r'- 
f^c«rv^d Th^ atteriT Th*ry fi^i^hr /p. Thify have Been iaf^«rl/ ^e'^i<'^»^'J 
ah<j theif feei»n^i5 an^i nee^t have; bee'^i 'nmjrrii?<;^ In rhi< b^'^^ieV 
aaeume that //hiie no family r.ar^ ^o^/e ^j^f the ^jffirjjit fyro^^u^rr o? 
di*ab<emi»nt all ^he tirr e. ^>i^ol:><e v/of^i"':^ to^"et>fer, I'^ent/f /-ir^^^ rh^ --* 

drffiC'Jftie^, 'iharing thei" e/r>e<'ifr'^^':':, ^ y^rif^-^r-'^ or, ';o!!j? or,':. 
tt)^r\h^ their Ifve^; I'l a r<: /iihrfiiriq hr^i ';a?»-4fyin'^ //ay rarr:'|;e^, f:^r ',c:y}rr 

few better to help thern^ij /'^^ .^n^j rer^etve val^ja^te help ffo''' 

The e/penence of coping a fh ^(^abiiity ^an e^han^re g^OA?^. ' v^ 
only for The fji^,abie^ p^rfjon b-j? ^or the e-'^^tire faro'^/ Ir ^^r. •'.i: 
oppoftQfifty (eafn ab^gt rjr\e''i ^^er)c;t^^ ^gn^j o^'^e'^^ ^rjjva'.f'y 
un'-f'rfVafioirtg and ri*i^tiU^'^mr^ hea^h/ <1ep^'r^''Jen^e anrj in^Jc^-pfrf-.^^r-' ^ y. fr 
C^n ohallenge and, p«.rr.apS, re^li:^n one''^ /al^je-^ It <^.;^n ai'^o ''ye r''r.;jf.. 
by which a ffsTiii*^ can fhat^e lifelong an<1 /alu^bie corrir:';rjor''; a^ 
frlehd»Htp3 w^th people outside the f;?fTnjy //ho 

To thi^ end, ioggi^iiom and mfbnnitibn y/iii be given >r, the hope that' 
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THE PROCESS OF 
UNDERSTANDINa DiSABtLITY 

Berfiaos mom rea^stic ar>d Ose^ui wary ^o' fn^^ym (o und^rstanft 
and endore di^bilrty is By viewrng tt as a pmvess *?jfpi>frenc6 ^ 
ififabfirty rs difficutt to di$cu$i^ bQcause rt changes dve> ttme At t^rfier< 
Bft>fuititHU 'Siposediy d*$al>»My are fia»nfuiiy evident, vvfi>fe dt^ 
V ^rn«l deSibirityxan seem to be rRj »mpds f»dn at all. Because humrfn 
betn98 car) become df^bled at ani point >ri U^e life cycle. 
dwSopi^maj p>dcea&es rrntfy be involved Whamverdij^biernent 
m^ani id d family at 'ona time, rts meantng w*H changfciei a i^cf f>rnf!; 
F€Nt^95. booties: mind^. ar»d ti)e poi^tical and !et^noi<»ical eiivi^onrH«nt 
. Wfll not remain stmrc; Nauhef will thfe jsefso^^ai roeaplngs of.di^^abi^tv 

AdftHrtmem to d'^sb^irty is an ojcwrrengod process of cdnfi.cts -^nd 
rwdh/!>dn» yv'H»ch take plac^ through the fife 5par»;df xh^ sffected 
^sdr> and Hts d' H^r family. In this reapeci. rt 15 identical to the , 
IKdc^ses (idiusirvjem to any cf^^er f*'e cnses: challenges or 
^conHjcts Bert n fs^tan^qae »n 7ha! t-- may tiave a !orig Te?m impact or. 
pefKmai r6?^»>on5h(ps. s^il-jmg^ge: phys^caf and*emgt»o^>si r^ealTh. 
Comm#jrsic<j/' --i. ^ea'.'vng. employm^fnt, tra/>spdftation, an-: .icreatiori^ 
F^w s»iuat>dr;s ^ tv* The poteht>at to aHec^ m^ny ^lo^ ts t?f da^iy^r? 
as ddes (Tmabiemehi 

* Hurmroun %Ct6r% vv»ll influence The exrent TO -Ahich a *arr)fly 

suHet the effects of perrhanern disability Many of these factorr> t>54 
covered more fully m later ^^ctforvs of thi5 fccokiet 



the mojor factors \ 
nf of a mc«mbo? 3^*? \ 



whjch affect bj\iftr a family ejtperto'nif.e??, d>53bieme 

mMER FACTORS 

• 'Physical anr? e"^o?'Ofjai h«^:^!rr fiv^Tiify membf^r-v 

• Ab»f?tv ?o pfr^'.it vf»*'ef! corr\pf:i>«^cj bd?h tH<- ab«^ftv rt';'?j;f.t r'i?:H 
the aj>!ifv so ehcourade ^ndepr^nd"r.c*i 

• Capacity to ccrhrhurucate. ?»r;lvf: n*yb^<yfr>t^ anrl oiqi^ri'/i: 

• J?Vfiiingr»es5 ot tsmrly rnefni>er<i io help ofri^^ 

• Abs^i-nce other m^jjor stresses .r rh^ f'a>n^Jy 

• Presence of ari horrfi,r>i. ffeirtbie. ^jn-i hr:'Pvfu! at^tu't^) o? ^r-npr 
mer'-ibers !o-'^^fjr(i ^F53bf«f^mer,t 

mf>rr '^-y 



OUTE« FAef 0RS 

• eomects (people! which a famiiy has bt. h able lO' estBtriish 

• Awareness tesouicos m the community which the f^mtiy csr\ 
use ' - 

• Extent Which th<^ cdrnm^^ boiJi pHySical ' 
dmJ ainitudinal ^ 

• Ade\iuacv ahcf lesponsiveness of the sefvacen system 

• - Wiiiingness on ihe part of service p^ovscfers to ^^rnpaihize with and 

include the ^amdv m ihe growth ol disabled member 

All of these faciors canpe changed to a greater of lesser degree ^ . 
- ?>udu$h expeneftce. ipducation. ^ssertiprt. deierrtiji/iation. and support- , A 

J^&taie ' envifohrneht inside and outside o( the fam^jV can rtiake the 
problerns associated with disabilaV rrisurmouhtable. Conversely, an 
encouraging Jarriiiy and external environment can further the 
aridersfahdS^ of djsabHi^^ arid softehju jrn^ this way. 

disablement. \h and of itself, loses some of its negative power It th^^ 
becomes an issue of what people do and feel about it, ftow people go 
atfcovil We business of living wuH it, and how people grow despite Its 
: adverse effects. " ' ' \ 

People frequentlv have trouble copihg with the frusu<itror> during Itie 
occasionalty lengiKy penod in which a diagnosis being rhade of their 
potenifdliy disabled faittily mert^ber. A thbdsarid questioHs will arise. 
* Hov^ long cjsffi ihis problem feie expected to last?" "How ihcapacitatihg 
IS this projbt^it)!?;' ' What effect will this disabiiuy have on the family?*' 
'Row shPuld ihe family treat the disabled perspn> " 

Oufing the ortset/tKe family^ »s hot only expenencing its own feelings 
of worry and stress, but freQuehtlyHamily niertibefs are called upon to 
corrser>t to treatment or testing if the ' patient ' is a njihor^ under their 
guardianship, or is ohaBle' to SivS 'Informed cohsehr ' For rhahy 
families, this period is their first Experience in dealing intensively with^ 
the medical profesi^loH or the hospital world. Few are prepared for the 
impersbhality and long wditing periods which are often a part of clinic 
and hospital care. < 

Sbrne familres questioh the competency ahdjcredibility of the doctors 
involved in dlaghbsts and tceatment of their relatiye. This is particularly 
.trui^ and quite justifj^ wheri conflicting dia^r^^^^ made. Problems 
with dtedlbiftty intensify when Se family is hot ihcUtded m the 

diagnottic procees or Is not bf ing kept fully informed. Feelings of c 

helpl|^sr^ss and dependency on the medical profession can aiterpiteiy 
turn into eeseritmeht towards the doctors involved, or over-reliance on 
them tp dictaW pmgnbsis and treatment.'' When a family member is 
seriously 111, hospitaljz^d, or extreme^^^ incapacitdted, trust in the 
mediMi profMSio^ is jjiveri with mijch 

trapidajtion ori the i^art of the family* q 



faif^^ are often ambivalent when a firm dia^Osis is made. Oh the 
one hand;,"'9>^i,^ed to know what the problem is so that tredtrneht 
^ and/or rehabititation c^^^^ name can be atteched^d xhe 

problem. On the other Hand, the desi^re not to know js strong. 

pirticulirjy If the prognosis is poor for the person's abiiky to either 
achieve {if disabled from birtti) or regain normal functioning. Diagnosis 
% is paiticutarty painful for families and their. disaBtid member when a 
dc^rrerative disease process, such as muscular dystrophy, multiple 
scierdsiSv or cystic fi^dsis^ is present. Such disabilities can be even 

traumatic fpr famH^es since sdme are Hn^e^^ 
parents are forced to consider the risk of having more children or the 
t^ng^ of the disease being present in. or carried by« other family . 
members. | 

In those instances v^heh the best diagnosis and/dr prognosis must 
remain tentative^ family rnembe^ rnay find the stress of uhcertajhty 
• Smdie^je. Or, Se wy jnja^hich the diagnosis is presented may paint 
an uiiriecessarliiy bleak pic^^ of tfie progndsis for the^is^^ person. 
, Th^ can;uriitemilne*tfie hope the family needs to carry on. 

The tirna qf diagnosis is pften the time when the famiivLis in shock 
; and m^4le reacting emcjtionatty. They are frequently undbfe to fully 

dombfehehd what they hear even though it has been thorpughiy 
: ej?|Slwied. This is the vc^ time wheh^d reasdhable« inctuinhg* and less 
emotional apprdach is rnd^t heeded. S^etii^es it is wise to ask ' 
^r^bther adult larrftjy. member dr trusted friend to ac^drnpany the 
immediate family rriembers to medical visits to^giye support. Below are 
additional ^ggestlons which have helped families. 

j" ■ : _V . ■. _ t ._ _ . _ 

[ ^ "Se prepared to present as much information as possible about 

^ dh^t and- symptdrns^ ^ ' 

Write out ydur qbestidhs fdr the ddctdr and be sure to ask them hb ^ 

' matter how ^riviil they may seem to you at the time;^ Bring and use 
J B tape recorder; " 

• Mak$ sure the information given is understandable and acceptable 
. to you. If you do not agree on a prpcedure or a course of 

treatment, state your objections and reasons. 

• Sdrnetimes you may want a second, or even thirdr dpihidn. It is 
ydur right td Request this^ a fdrr^ily rriember of a disablecApersbh, v 

• especially If s/he is unaDle td make the request. 

• Read and, ask about the disabilii^^Publjc libraries 6ften have useful 
information which can aid you In becoming, a m^ore knowledgeable 
j^^artidpant in the treatment prbtess. 

* • Call the nearest organizations which speciajize In the disability in / 
' - , question (see Chapt^ X for a list of hatibhal brgahizatiOhs). Talk to 
tberri about ydtir farhily sftu^tidn a^ 
can offer td vdu ridw oHn the 
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• • Share information and feehngs w\th your (amilv and.fnends Many 
of rhe difficulties familw? report having in the early stages "bt 
disabtlity are due to the fetlmgs pf isolation from dt|iers who are 
cdpcerned and Who dan offer support or cbhstructtve advice CTb 
not depend at this tirrie oKpebp^e who are themselves so ' 
disttaught about the disability that they are not only unable to offet 
support but'need a great deal, of support themselves 

• If the family member requires extensive hospital treatment, and is 
medically fragile, ask the hospital social workers, ruirses. or 

- doctors what arrangements they have for overnight stays at or 
heaf the hospital. Settle of the larger hospitals, particularly where 
chrtdr^fi 3\e XreBied. are beginning to provide iH^oms fo' families of 
hospitalized patients. , 

• Despite the disability, the disabled pe\gon \s a person iirsi; It is 
sometimes easy to forget this faci when so much attention is paid 
to ths medial or functfonal cjisability. particljlarly during diagnostic 
phases. Honesty, Jove, and respect between the family 3hd 
disabled person are the rhbst irriportaht and most needed elements. 
Except where rapid anfi irreversible mental or physical deterioration 
has taken place, th^ person ts essentially the same as before the 
diagnosis (or perhaps has even improved): 

• Planning for the future can begin, if only tentatively. It is not too 
soon to look into flehabilitation programs, and services. This subject 
will be covered in greater depth tater or?. However, families are 
often riot informed of the_pr5grarns availabFe to therri and their 
disabled farhily rherhber. This can needlessly waste the family time 
and energy. • 
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^ III, EMQTlONAt REAgTlONS 
TO SlSABlLlf y 

In this^ectibn we will discuss some of the most frequent emotional 
i^sponses to disablement. W like to help families understand 

that what they have felt, or are now feeling, could be considered 
"normal" reactions to a difficult and stressful situation. Recognizing, 
understanding, and expressing the emotions associated with 
disabkiment^enabies greatpr mastery of daily ihcbriveriieriees and 
obstacles. Therefore, because disability is first felt emotibrially by the 
family, and emotionally and physically by the dis^led faaiily rnernber. it 
is within this realm t^at we will begin: 

DENIAt 

Dental is the rnost common tnittal reaction to disablemeht. People use 
dentai to shield themselves from the dverwhelmjng ertibtidhal pain 
whtch full recbghitibh of disability brings. Each family member will 
accept or deny the reality bf disablement according tb his br her 
capacity tb understand what It ttieans'tb them, their preexisting 
anKades abot^ disi^^^ strength: Initially, 

deniatprotects the person from being engiilfed by pessimism, despair, 
and frustration: TomV a middle-aged man with grown children, said, 

After the dbctbr told rtie that my heart was in bad shape and that I 
would have'tb'Uhdergb triple bypass surgery, I went but and played 
three sets bf tennis. My sbh fbuhd rne at the cburt and realty bawled 
;rhe btit for taking such 9 chance, with my life. I guiss he really loved 
me if he could get sp angry with me: 

While few people are quite as extreme as torn was in this instance, 
denial of the disabijity or its potentia) seriousness Wcurs quite 
frequently. The father of a^hild^whd was bdrri with cjub feet couldn't 
^even u%e the words "club S»t," until after successful surgeries were 
perfbrrhed and his child's effects were cbrrected. * 
Disabilities j^hich are invisible tb bthfrs such as deafness,-ernbtlbna! 

•illness, and disorders oft^se^ses of Jh© ^I^'^.^'li^^f'^"^' ^''9^/l^j^_c3D_^® 
denjed for longer perioHpf time, simply because they are not noticed 
by most people, it is therefore easier for the disabled person, and/or his 
^mily, to deny the existence of the disability dn a whdjesale basis. 

Denial bet^omes harmful when^the existence df the disability needs td 
be r^cdgnized sd that treatrtient rftay be carried but and adjustments 
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made, or v^hen the family isolates itself or the disabled family member 
solely to avoid Uie possibility of having attention called to the disability. 

Osaally, denial cannot be maintained. Eventually painful feelings of 
loss, anger, fear, guilt, worry, frustration, and depression occur. Since 
depression involves all of these feelings, often at once, considerable 
cbhfusidn can be experienced which compounds the difficulty family 
rhembers may haveirljexpressing their feelings or explaining Jrrational or 
puzzling behavior. Families will nd*mally feel depressed for many 
months follb\A^ing the recoghitiori of the permariance of disability and, 
as it is compo^d of other thoughts and feelings, chief among them 
being loss, anger, fear, and guilt, 'these dther feelings vvill be explored in 
more depth. 

LOSS ^ ; ' 

Any tyj3e of disability aMays involves loss, which is felt on at least 
two levels. The first, and most obvious, is the loss experienced on a 
functional or practical level, "flie person Nwho is disabled has lost phe, or 
more than one, ability to function as fully as s/:he would have'^befbre 
becoming disabled: Since it is this functional or practicaj inability which 
is most apparent, it is this loss which is rtiost easily identjfied and 
acl<nowledged. The parents of a developmentally disabled child see the 
child's inability tb rheet the hbrrhal milestones of infancy and childhood 
and may feel the loss of autbribmy arid independence as they foresee 
long years of struggle ahead. ^ 

For adults who become $?jddenly disabled, .the loss bf mbbility, 
hearing, sight, or control of bodily furictiohing, can^e more devastating 
than a gradual loss of functioning which is not qu|tiso drarriatic. The 

loss involved in childhood disablement, such as de^ibpmental 

disability, is rhbst often felt by the family first, anq only later in the 
development bf the child when s/he perceives s/ne is different from 
rhost other people. Loss bh a fuhctibhal level msans that the person 
cannot do certain tKings. S he either cahriot db things in the samiB NA/ay 
as most other people can. or s/he may be cbrhpletely unable tb do some 
things. 

Another level of loss which occurs with disaWement is loss of a 
fantasy, plan, or dream for the future. For ex§mp[e^ a person with a 
traurhatic irijury, which creates a permanent paraplegia, will experience 
a Iq§s riot brily bf rriobility but bf the ability to participate in athletics 
andwSnerform sexually in the sarrie manner as before. S/he has lost an 
irnage of self as s/he was or perhaps had the pbteritial tb be. This can 
cause a ternporary loss of self-esleem. The persbri'^s farriily experierices 
the same feeling of loss in vary^ing degrees^ 

The family of a physically or rneritally disabled chnd experiences the 
loss bf an image bf having a "perfect" child. And, since children are 
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seen by sdcietv asteflectidns on the family, parents may feel a loss of 
. esteeni frbm^sopety as a result of having ah "imperfect" child and, 
consequently, a^oss of individual self-esteem. They may also have had 
fantasies and expectations as to what this child was to be; which do 
-not correspond vyith the reality of the child's abilities. 

tos^ncompas^es a painful constellation of feelings. Deep sorrow 
and^ief are often \accompanied by anger and rage, as well as a sense 
of betrayal as expressed in thejvdrds "why me?" Sometimes feelings 
of bitter disappbihtrr^ent arise. These can be turned outward as revenge 
bhtb sbciety br bthe^ farnily members, or inward as self-cbndemnatibn. 
Fear of death, fear of embiibnal br physical pain; or fear of farther 
disablernent can alsp^ be felt. 
The healthy expression of loss can Be seen as a process of allowing 
, these and other painful feelings and thoughts, which occur over a 
period of time, to be felt, acknowledged, phd even discussed in a safe 
ehvirbhmeht, withbut fear of retaliation. It is jrtipbrtaht not to hbid back 
br bury feelings unless, after expressing them bver a period of time; 
they have changed or;have greatly lessened. This may b§ hard to do; 
' not only because it Is gainful to openly experience loss; but because our 
society seems to value emotional control. This climate of suppression 
can psychologically harm the family, if it leads to bottling up expressions 
of sorrow, grief, anger, and other emotions. Chronic depression can 
result frdm^ physical and psychological losses which have never been 
|Ully felt, expressed, br resolved. 
ExpreSjSibh bf Ibss generally cbhies abbut sibwiy, in gradual dbses. 
/ Grief and sadness caa,reappear suddenly as memories or fantasies 6f : 
what has been lost are triggered.' Expecting that this, will happen will 
hel^ in overcoming the effects of gri^f; It is part of the reconstructive 
process: , 



ANGER 



Anger gives many people difficulty. Frequeht feelings of anger 
accbrripahy physical disability, particularly in its early stages. It can take 
many guises asjde from the full'Blo>A/n yelling >A/hich most frequently 
cornes to mind. Some of the myriad forms anger can take are: 

• Frequent and mild-to-sfevere frustration 
:^^ Rage (with or without physical violence) 

• Blame of others, or "the system" ("It's their fault!") 

• Chronic resentment (reasbhable br Unreasbnable expectations hbt 
ft rriet) 

• GUilt-ihdUcihg behavibr ("Lbbk what ybu did tb me") 

• Extrerne passivity ("Do it for me, I can't") 

• Martyrdom ("killing with kindness" pt the expense of self)' 

/ -to 
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• dver-solicitade or patronizing others 

• Hostil'Ky ("I'll get back at you somehow"); 

_ . - _ _ _ _ _ _ _ ^ < 

Anger, in and of itself, can be considered a pure ertiDtiDn just as are 
sadness, joy, hope, or fear. It can be expressed jh its pUre f^rrfi, or, as 
above, with other motives or actions attached. :0r it can be felt in 
combination with other feelings, such as fear. 

It is very difficult to adequately express and then let go of anger 
toward disabiiity, particularly permanent disability, because it seems so 
unfafn We want to make sense of it and yet we car;'t. We want to 
ifiake it somebody's fault, and indeed, in some few .instances either 
directly Of indirectly, it was! Sometimes it gives one temporary feelings 
of relief to focus bh someone or sbririething other than oneself. Doctors, 
sfchools,:God, fate, parents, and family members are frequent targets of 
anger — sometimes justifiably so. ^ 

Anger can be destructive if it is misdirected, as in some of the 
previoMS examples, or if it is bottled up and turned inward as an attack 
on one's self. Such misdirected anger becomes self-perpetuating. It can 
spoil hot only a person's dutlddk oh life, but close relatidhships as well.i 
Both misdirected and bbttled up anger can be illustrated by this' ' 
exarriple: / ^ \' 

Angle is a bright, healthy fourteen-year-old girl \NhOr because of 
being injured in an auto accident at five years of age, is disabled. She 
cannot walk without the help of br£(ces and canes, and this she doe^ 
very sldwly.jn all dther respects, however, she is physically normal. 
She is still being dressed and grdbmed by her mdther, Jeah^ and 
because she previbusly had refused tb do hbusehbid chbres or keep 
her own room clean, she is hb longer asked tb db sc. Instead, her 
rnother, who also has a full-time job, cooks and keeps house N/vith 

some begrudgjng assistance from Angle's eight-year-ol(^ ^i^ther^ 

Jason^ Angle's father, Carl, who was driving the car in which Angle 
was injured, occasionally berates his wife fbr being too easy on 
Ahgii, but fdr the mdst part avdids any cdrifrdntation of any family 
rrierhber, arid withdraws frdm ihteractihg with them. In the past year, 
Jean has been an extremely active, vbcal, arid irate riiember df a 
small grbup of parents \Nho are attempting tb refbrm Angle's schbbl. 

Among other things, th]s example iljustrates the^impbrtance bf good 
communication and task sharing; which in this family cou[d not be , 
accdmplished without first uncovering ^e misdirected and bottled-up 
anger {and guilt) which hampered each family member. It wasn't until 
Jasbri becarrie cdristaritjy ill with stdmachjSains that the family ddctdr 
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uhderstand their feelings and how these feelings affected not only their ' 
family relatibhships^ but their other activities as Wei!. , 

Anger is a nbrrhal and haturaj response to disability — to being hurt. 
And It is felt by the entire family. It is important for the family to 
acknowledge their anger \A^ithbut resorting to blaming each other or 
using otfter indirect avenues of anger expression. Sometimes rt-i^very 
beneficial to ask someone (who yoa jcriqwjvill ribt^ judge you negatively 
or reject you for feeling angry) tg just sit and listen to your angry 
thoughts and feelings. If no one can be found who would react 
uhembtibnally to ydU, use a tape recorder or write your anger on paper. 
It's essential to exj}ress it, even if it seems irrational. After all, there's 
nothing rational about disablement. 

^ FEAR 

--- 

Another feeling which everyone has at some times but which 

becomes particularly prdndunced with disability is fear. Fear of: pam, 

being alone, financial insecurity, total dependence, loss of love, the 

future, ihdejDehdehcer or even death, can become major predccupatidns 

for those facing the emotional stresses of physical ahd/br hiehtal 

incapacities. 

The person who becbmes disabled soddehlymay fear aVnbvA/- 
dangerous outside environmerit which once fe[t relatively safe. The 
presence of curbs and steps, of barriers in attitudes, and of needjng to 
rtialce cdmplex plans td execute what may be a relatively simple task, 
cause realistic fears td arise. The tendency, then, may be to retreat, at 
least tempbrarily, into ah envirdnment that is manageable and 
cbntrbllable. . _ 

different fears are assbciated with different disabilities. For iristahce, 
people who are blind or deaf may feel that people are talking about 
them or playing tricks on them because they cannbt see oj; hear ^11 that 
is going on around them. Those who are phv^sicajly dep^ bthers 
for basic assistance may fear abandonment by those on whom they 
dejDend, or its dppdsit$ — being engulfed and controlled by the 
physically heeded persbhis). 

The persbri who is developrtiehtally disabled or multihandicapped Ttiay 
fear greater independence. Arid, the imjDact which the prbspect bf 
independent living has on the family of a develbprhentally disabled adult, 
has not been fullV appreciated. The adjustme^^ the family must 
make, often without sufficient support and information^ can h^a^ 
sarrie intense quality as when the developmentally disabled child was 
newly diaghbsed. 

Generally, these very deep fears diminish over time as reality, ^ 
experience,^ arid practice aid in replacing them with actidn. Disabled 
people and "their families should ribt bi surprised, thbugh, if fears 
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occasionally surface. This is entirely Understandable given the very real 
difficulties they rfiUst face in the long process of adjustrnerit, 
jDarticUlarly if the cbUrse of disability is uneven or downhill. 

A major fear of those who have progressive diseases comeii from the 
lack of predJctaMity one faces: Hope alternates withHdespaTr^-r&laT^^^ 
one's endarancej health, perhaps one'i^ amploycnerit, and other areas of 
life. How can one function with such uncertaihtv? 

Many elderly people are beset with real and terrible fears, some 
brought about by^ financial insecurity or jDOverty, others by failing 
physical and mental capacities, and others by lack of safety in their 
eriyirbhrneht, which can cause Isolation: 

Plarihirig for emergencies and back-up support, as well as having 
some financial reserves, can go far to alleviate some of these jDractical 
fears. Knowledge of what may be expected in the course of 
disablement is also extremely helpful and rnihimizes the possibility of 
being caught completely UnjDrepared for a crisis. Further, families can 
turn to |§ehcies for assistance. 

GUILT 

^ullt Is one of the most complicated an?t devastating of human 
emotions because it tends to be circular; that is, it leads to denial of 
guilt, anger, acting out, shame or remorse, more gUilt; or other such 
mixed and complicated feelings. Most people -accept rnbre guilt for their 
thoughts and actions than is warranted and are consequently In a 
position of forever "paying back" for wrongs they have not cornmltted. 
Others. seem to have ah Insufficiently developed sense . of guilt, are 
unable^ tb accept responsibility for the negative consequences of their 
actions, and usually turn their guilt feelings into angry attacks on 
others. 

Guilt which Is unresolved or unacceptable tb the person can stern 
from many sources; among them are: 

• Ah exaggerated sense of omnipotence; that Is? the person feels 
s/he has the "Gbd-like" quality of being able to wish or vArill 
sbrnething negative to happen 

• Parental or other influences in early years having the effect bf 
making the child feel responsible for the "bad" things that 
happened to his or her^parents, to him/herself br others, but for 
which the child was hot actually responsible 

• A feeling that if sbmethihg is denied another person, harm will take 
place; this can result in failure to assert oneself, and fear of 
disagreement -vv - 

• Failure to acknowledge or atterript to rnake reparation for harms 
actually committed can cause guilt feelings to linger 

• An nrarlv nritiral attitiiHei mxAmrAcYwn^* c calf ^n>J 



15 



ActSns which arise from feelings of guilt usually cbmpouhd the 
problem, since they can resalt in extre^£self:S|gM — 

_-4ii5€Wsd0tii5-baf gains wlTicfTar^made (bas^^^^ unacknowledged 
guilt) can lead to resentment, anger, an2^the same circular pattern as 
was previously- described. 

It is impbrtaht to uhcbver arid analyze the spUrces of excessive guilt 
feelings. Parents, for instance, of q severely disabled child will often 

. fiel overwhelming guilt over yvishes that their child had riot lived. They 
are often unible to express these tho^^ brie another^ and they 

become deeply burled. Or they cari feel that God \s punishing them fbr 
past misdeeds by giving them a handicapped child. These deep feejings 
of shame arid guilt, if riot directly e5<pressed, can lead to suppression or 
misdirectibri pf ariger, cbhversiori of guilt tb excessive fears and 
wbrryirig, embtibnally iriduced illness, or bverprotectipri of the child. 

' Disabled teenagers and adults can feel a great deal of guilt abbut 
thoughts bf saieide or of otherwise harmirig themselves. 
Families can help uncover guilt feelings, whether warrarited or 

Uriwarrarited, by permitting family members to commanjcate freely 

about their guilt feelings. SometiniBS even bringing up the topic of guilt 

^ by such "exercises" as havirig family members write- out their 
responses tb statertients begiririihg \A(ith "I feel (felt) guilty when . . 
arid discussing their respbrises, can help. 
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IV. DiPENDEMYjjNDEPENDENGE, 
AND iNTERDEPENDENCi 

All people are social animals, arid all people are dependent; The 
human infant remairis physically and emotionally dependent on its 
-family longer than ?ny other ereatare^i^ kingdom. Centuries 

ago, societies considered that adulthood was reached during. the 
teenage ye^rs as^sbon as the person was able to reproduce children and 
to work: Emandipatlon accurred much sddrier iri the life-cycle befct^se 
life spans were shortened by disease, wars, and other hardships; 
Today, even though childreri may be physically matare, they are seldom 
emancipated Uritil they have reached thelrjwenties. So, our society not 
brily coridbries but encourages a certain amount of dependency on the 
family through young adulthood: 

Society also seems to condone more dependent behavior for girls ' 
thanjt does for boys: The women's liberation movement has pointed 
out the differences in how families socialize ^irls to be less competitive 
and aggressive (at least overtly) thari boys. Fortunately, families are 
becoming more aware of .these differences in attitudes in rearing 
childreri arid are accepting and encouraging variability in Behavior for 
both sexes. 

Eniotionaj deperidehce on others changes and decreases vvith age but 
isjiways present [q the healthy individual. Iri times of stress, we are 
emotionally more dependent on others for support, listening, care, and 
encduragement.Jwe may alSb be hibre dependent physically as our 
energies are taxed arid activities \Mh\ch had been easy a'e more difficult 
to perform. \ . . 

IricreaSed emotional dependence may last a lonj time, even after a 
crisis has passed. Adjastment to Chang circumstances requires some 
time, patience, and people who are able to undefstarid arid respbrid to 
the greater needs for assistance. 

For a disabled person, a certain amburit of physical dependency Is 
often necessary because of the lirhitatibns imposed by the^envlrbnment 
on mobyity, emplbymerit opportunities, recreational outlets^ and so 
forth. The arhburit of dependency on others (or on special equipment) 
alsb will vary \A/ith the^isabled persori's physical or mental limltatioris. 
Some rngritally retardedjndlvidoals may alvvays require Some sSrt of 
super^isibn if the[r judgment Is severely impaired. A severely physically 
djsabled person may be unable to prepare meals, tiirri in bed, or use the 
toilet without assistance. Erivirbhmerital controls, assistive devices, and 
recent breakthrdUghs iri cbmrauriipation aids hold tremendous potential 
fpr maximizing self-sufficiericy for disabled people. Attendant care is 
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alio ah ihcreasihgfy recoijhized neecJ since i^'tondants can help fa ntites 
reduce the amount of time they spend caring tor their disabled 
member's phy8[ca[ needs. 

However, since sopportive devices can break 'down and supportive 
{Ldopje can be unavailabie, family members may be the only back up 
people to vvhom the disabled person may turn. White planning f0( 
att^rnative supports during these periods of "breakdown" can help to 
prevent crises, changes within the services systerns will also be 
necessary to miriimiza the risks in living independently for severely 
disabled and alderly persons. 

Bat rt Is emotional over-dependence which is so difficult to change: 
Over-dependence usually beginc as soon as the family begins to treat 
the disabled person differently than they treat other farnily rnembefs, 
They may make special allj^ances becauM of feefings of prty or guilt, 
or they mly worry excessively about the disabled rriember's well-being. 
Sdmetimes a cycle of caregiving* characterized by alterr^ating guilt and 
resentmerit takes place This car* be very hard to modify; The terrri for 
this is "hostile dependency," for rnutual hostility buiids up on the part 
of both the caregiver and the recipient of care: lioth parties battle for a * 
sense of contrert over the other in an endless attempt to bolster their 
self-esteem. Sadly, many relationships are governed by these dynamics^ 
throughout all of society. 

Over-de0ehdehce and bver-prpteclidh of a disabled person can spring 
from other sources as well. For instance, fantilies of disabled people c;%h 
Be just as vulnerable to the negative stere6t^/pe& and irnages of 
disability as is the rest of socie^: T^ese distorted riotioris of disabled 
people as "pathetic victims" are difficult to-change, particularly if the 
family has been exposed to ihese negative images over many years. 
. Another factor which contSbutes to over protection is that some 
disabled people, at one time, really required intensive family caregivirig. 
Consequently, patterns of relating to that person were established on 
the basis of a very real situation. However, if the physical needs for 
caregiving lessen while the family rnalnfains its previous level of care, 
expecting dependency and hejple!isne8S, that family is "stuck" in an 
outmoded reality. If adjustments are not made, such as encociraging 
self-care and assuming other responsibl^es;: the disabled person's 
helplessness will often persist. 

The effects of bver-depehdehcy have a doubly crippling effect bhnhe 
disabled person. S/he rnay fear bppbsihg the fihiily and beirig assertive, 
for to do so -might threaten relatiphsh/ps on which s/he depends for 
jpve, care, and. In sorm cases, survival. S/he may avoid taking 
-respbnsibilfty for Independent actibcis for fear that failure would brtiise _ 
dh already insecure ego. S/^ mav^'withdruw passively or Become 
manipuiative, using di8ab^eme^^t as an excuse for helplessness or lack 



Jha fsmMy, in the'i^'in5tancj5s: most probabty has rewarded 
He^p<essr>e5S because rt rnay view the woHd as c(>t<3 and daagerous or 
because the disabled person'^ independence wduPd threaten the-, 
family's shaky eciuil»brMjrn, if a rhbther. fb** mstahce. has devd_V<i n^ost 
af her tfTTH^ and energy to car:rvg for a haritJfcapped "child" b^^r the 
yf?ars. and ?iudder:tY s/he ieaves, she 15 left wrtbout a maibr function 
wRjch had formerly been he< r^ison d'etre She may th^n be faced Wf?K, 
a marrtal relationship vf.h^ch has Been unsatisfying, no career and 
perhaps n6 marftetablc skifis 

Thjs d«Srna? outcome cah be pr^ivehted «f the family is aware of the 
apprbpnaiehess and thev'tabfiity of greater d^^'ees of rhdependence as 
the d>5jbled membef rnatures By gradually buMdihg toward 
emancipation and by articrpatir>g that fam»iy relationships wjM ci^ange 
as a resoK of growth and development: famtly members wtM Be able to 
vtew esch other s increased independence postttveJy 

ifKJepehdenee is never absolute. It does not mean that no 
d^pendpr>cies exist. What »t h.^s come to rnean to dtsabled people is 
Increased f reedorh of choice, rncreased dignity, equaiay of status with 
ail otber CftrzeriS. and Increased bppbrtuhaies to develop a perscrtally 
satisfying iif^tyie: In short, v disabled person can expect to enjoy the 
independence which any other person in society enjoys to tHe fullest 
extent possible. ^ 

Perhaps a more acc-urate term to use when trying to desc Dt. tne 
cdhdftJoh between jhe Two extremes of total independence a^d total 
dependence is "interdependence " This terrrv does not imply that ' 
interdependeSfce^ls an ihiermediate step on the piath to total i 
irKleperrtience, for that W ah Unattainable and unwanted goal 
jnierdepender>c:e merely recognizes what already exists in both bur 
natural ar>d techr^iogical ©nyironrnent^ We all depend on each othe^ for 
certain things and. at different potnts'in oar hves, some needs become 
major cdhicerns which formerJy were of rrtlnor concern \nterdeQen^ence 
irrlplies recbghizing your heeds ispme of which /:hahge with 
deveJbprneht through life's §tag^. wfi^ile dther> endure, such as the 

need for'^lbve and self-esteem); rrsfchg havin-j tberh met through 

_ __ _ ___ J __ _■ _ __ _ _ _ _ 

incfea«ir>g your own abltrtier to hi^jp yourself; and wbrfeihg with others 

who share yoor Interests and cbncerr^. A disabled man sumrrted up an 

irnpoftint Insight he gained frbrn group therapy in saying, "The key to 

irniependence is ^cnowmg wheri to be depe 

Strar^gety. greater irtterdependence can be devebped/^y recognizing 

depef>dwcy. If possibia. wMfiouf guht. Here are some other steps family 

rmmb^n cah taice to^le&i^ dep^rndency. 

^^^Reissure yoursiif t^iM bt people fief dipehdeht arid you are not 



• Recogoiie thai no one person can^e vo« ^ve^V^^^ vou rieod. 
awTd jearp to expea di^fferent things from a|Herent peopie 

• Become 3S SPaif fa^iarrt as yoii can, keeping in rrnrKj that 
r^iarKe iKKitts^ s^f-tfteam. 

* U)ok ipf JS&pfi&mi0 sources of support, teut beware of 
e>taggerata<J eKpactations focusecf^rt the wrong peop^ Spouses 
rtmot be expacted to ^ parenia^ to each^ther sfi all tinm% 
Have farriify disct^^Mskms about farrti^ heeds and problerhs Tiv to 
radistritK^e t^ks so that edch rnefnoer shares rhore equally |ri' 

. ' housahi^ faspon$iT)HHie8. For instai^^^^ 

famtlY rwmber probably can be help^ and encouraged td 
partici|>at$ fnorS fuMy in si^f care, »n fartiity tasks, ar^d in p^rsonai 
arKi famJfy JfiR^isten matting. 

* • Wortc toward more equaiixed rilatidhshjps based upon respect 
rather thar^gpltt These differehces can be characterr^ed by doing 
mofe with the disabled parson ritiyif^Bf\^*jot^' him or^her. Andf »i 
. is plso ap^JTOpriate for the family to receive he«p and su'ppprt from 
tfve c^bted persc>n at times. f ^ 

* Explore eppdtiutlrtms fcK t^ person and famUy rnembers 
to laenri ffwt ''modetthg 

srtuatioos jpMrs^^Ire Ufe successes and failures they've had »n 
dvef<^xhfhfl obs^actes. Sbrhe prograrhs such as centers for 
independent ftvirig-dffer such opportgnrties ?bf peers to jjet 
together and help each other 

. Reiwrnber that your farniiy is aiso dan of a larger system^ There are 
'many bpp<ifti^^^ io get heip at^d syis^ tt^nn friends, other Jamity 
RWtrtiirs, rveighbdrs. and prdfe^fewijnHi comrnunity. Dor^'t be 
afrwJ tdseefe h«*P when you rteed IVi not only yout privHege but 

•*o«f rSghtJ ^ 

Fam^ies play an frnportar>t roie in he[cpng bot^ J'no^ disabled 
chitdfan kmm about sax. The' topic of saxualtty j^^compiejf and highJy 
peridnil The terni ' sexuality*' conjees up marvfr dfffererft th»r 3s to 
PMC^^ To idn^, It means the ac^ of sexuatjjjiiejcourse. while for 
<«hers H rohndtei a pfeldrci. energy, or drf»rOthefs do^ty relate 
sext^rfy to sensualrty. The erhotiaha p^ojj^BSSOClal^ ^Nf^ sexissirtv 
wtti dfffer vastly and are deterrhirved hdi only by past Hfe expenen^. - 
but people^ about thenTsefves and abdutetherhs^ relatidh 

tt» earifest experiericesxif sexaitfty occur >» the rnother^baby 
rtiatSi^^lp* The bdby f'jefl i^nsoaMy gratified J^r^^^ gejng touched, 
held, oft^ssed, t^nhed, /ed> and talked to by tf9 rnother and oth«r 
riurtuHrig pa<H3(i in the twby'i il^. [t ii upon ^ toucRlation that tha 
fM^ teams mm h&rHNlif/hei^, K cmty partial Pid. tt^ baby l^ms. 



ERIC 



20 



about tilatibhships with others. Se^ality. through sensuality, ii 
present in the infant It changes or develops cbrnplexity throughdat the 
life^cycle of each persdn. : 

fhe expressions of sexuality may vary greaiiy frorri one r'rsdh to 
arfother. When a persoh i^ <Jisabled, the means by which s/he expresses 
sexuality will dapend upon physical and/or rhental capabilities, the 
persbri's self-image, their ability to form relatidriships; and the 
•availability df suitable partners. In these respects, sexaality for disabled 
pedple is identical td sexuality fdr nondisabled pc^ople. 

Disabled p^ple^ are sexoal human beings', just as is everyone else. 
However probjems with fe^^^ sexuaiity and the expression bf • 

sexuaijty occur more frequently with disability. In additibh to the factors 
mtfiifonad above (self-Image, ability to fbrm relatibnships, availability of 
partners), other factbrs may ifhpede a disabled persdn 's ability td 
^experience sexuality in a satisfying fashion. These factors are: 

• Inadequate or distorted knowledge of sexuality and human 
reprodactJon 

• Fedlings of fear or sharne about oniB's body and the expressibri bf 
sexuality 

• Few opport unities to devalbp relatibhships, resulting in an 
irnmatUrity with bthers. 

. Families can help ajdaveldpihg child with^rie or rriore d to 
havf a positive self-|rnafle, by being comfortable about sexuality in 
general by discussing sexuaiity^ with their child acijdrding to the child's 
ability to comprehend what It means, i5V using the correct names bf 
body parts Inciuding genitals, and by encburaging the child tb respect 
himself/herself and others. . 

Marty sex education programs fdr disabled pedple are now available 
thrdugh schddls and uniy^rsfties,^^ and bVb also being offered by private - 
agehcies^^arnijy planning agencies are beginning to provide special 
Jfervices to teenagers and adults .with disabilities. Counseling is more 
readily availabie to Individuals^ coupies; or groups for whom disability* 
related issues present obstacles to fulfillmenf in sexuality and 
raiationshlps. ^ 

Families iah assist a (disabled person by creating a healthy, enjdyable, • 
ahd respbnsible climate abdut sexuality and all dtKer forms 6J self* ^ ' 
gxpressidn. When the issues relating id sexualitV of the disabled persdn ^ 
are^beydrid the farnHy's c^ inappropriate for the 

family to handle, assistance from others can be obtained. ^ 
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V. i»RDBLEMS AnD RESOtlRGES 

A family with one or more disabled members is^s^^^^^^^ 
arid unlike any other family unit. But there are some aniqae needs of 

fariiilie?^ faced with disability which other families may not have to 

confront as fully or as regularly. Couhseldrs who work with .the families 
of disabled people have rioted that personal problems and issues which 
may have been dormant Bat ariresblved will reappear wheri the family 
faces the*stresses of disablement, tt^ls almost a rule of thumb that the 
happier and healthier a person or family is before d]sability hits, the 
better they are able to cope with its effectS:. A teenage ^hild of two 
blirid parents statef, "I think the effect of disability on me is not very 
mach ... . it's riibre related to who the people are in the famify, their, 
personalities, and the dps arid dowris which hbrftial families have." Her 
parents have worked hard to achieye the harmony which they now 
Bnjoy. The hard work this family had to do irivblved cbrifrbritirig, in a 
pbsltlva^shidn, the obstacles which the disabilities of both pa^^^ 
posed terall of the family members. The following sectjondes^^^ 
sbriie bf the problems which disablement can present to families, and 
* suggests ways tb bvercbme these typical problems. 

ENHANCING FAMtY GOMMUNICAT ION -^^x^ 

The stress families feel when faced by disabilW cari be greatly eased 
by strengthening family relationships through good bbriifiiuriicatibri. 
Some ways to improve family exchanges are: 

* Learri tb make "I" statements. Phrases such as "I feel," Vl think," 
tend tb avbid the prbblems of using others to speak for you. Us'ng 
"1" statements prombtbs individual respdnsibility for actions and 
feeliftgs. ' ^ 

• Try to be objective when talkirig with bthers. Avoid "blaming" 
statements, or "scapegbatlfig" of famHy meriibers^ Examples bf 
.blaming statements include: "You never listen to me," or "You've 
always hated me," and"lf it weren't for you, I'd be a happy 
person." Statements which indict a person's character (usuolly 
containing the words ."always" or "nbver'') and whidh imply that 

, the person is "bad" arid always was, are extremely unproductive. 
* tikewlie, seff-esteem is greatly lowered whe^ a particular family** 

member is consistently singled but fbr verbal attack br rejection 

iscapegoatingj: • 



• Use cbmrriuriicati 




IS a prbceil of discovery rather than as a 



. means to get back at others. If people* are attacked for their 

; openness jprovided their openness does not attack others), they 

learn to withtiold commuriication. This process can undermihe trust 
between pedple. _ * 

• • Make sure each person is heard and ''understood. This is particularty 

difficuft when a person tias a speech or hearing impairment. Some 
families unwittingly tend to exclude a person .with a 
commuhicatibris-iSipairrnent because it requires extra time and 
energy to carry on an interchange. Another problem occurs when 
families "speak for" the disabled person vvhen the sitUatibri calls 
fdr that p^f^on to speak (or communicate) fbr^him or herself. The 
• extra effo«5, within reason, which a family makes to eneotlirage 

' full and ^curate communication between all of Its members, and 
to allow each rriember "equal time," will pay off in building mutual 
respect. ... * 

• Respect and tolerate differences of opinion and feelings. It is^a 
problem if the family requires all of its members to be the same, 
and if therejnust be consensus on all issues. If family members are 
truly permitted to be Individuals, then they will naturally experience 
life differently according to their bwri points of view. 

• Gheck out whether the messages given toothers are received as 
: you iriterided thern. Wa^tc^ to see whether the tone of voice and 

# body language cqrrespond with the spoken words. Be attuned to 
misplaced anger (anger directed toward someone or something 
other than the real source) or unwarranted or excessive anger. 
Look at how tenderness and^ love are expressed. • ^ 

• Risk asking for what you want, recbgriizirig that everyone can't gSt 
everything they want aX all times. 

• tearn to take turns and to cqrnpromise. Communication, like most 
. things in life, requires give and take. Negotiate so that even if 

some needs are not met'fully, they are at least met partially. 
Leave open the possibility of renegotiations to more fully get what 
you want. 

• Look at who makes decisions in the family and how. Does one 
member irnpbse his or her will while the others acquiesce? Or do 
mernbers mutually agree and compromise? Do changes need to be 
made? Sometimes one person, occasioij9lly it may even be the 

^ disabled member, vyill be allowed to b^ave as a "tyrant," 

dictating to and controlling other merroers of the family, in sUch 
cases outside guidance arid interventibh rnay be needed to help 
. equalize relationships within the farnilyj. 

• Cbmrr^nicate clearly according to the leSvels of each farnily 
mernber's understanding. Childr^^e o^en unable to understand 
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complicated termihblbgy. Mentally disabled people may require 
sorne repetition of concepts to be able to fully understand their 
meanirigs. The feelinjL that peop^^^ ^Pf.^'^^^P^^'^L^d ^ 

"foreign language" has^he effect of excluding those who are not 
"knowiedgeabie." This may result in a sometimes not-so-subtle 
form of ddmihatidn. , ' - 

• Make sure that there agreertient on a time to talk and hold to it. 
Most impbrtaht decisibfis require tirtie for sbul-searchihg, 
information gathVing, full discussibn, and planning. It is difficult tb 
reach a major decision in a few minutes without negative 
repercussions. 

• Admit when you are wrong: People ofterr feel that if they d^^ 

they will lose self-esteem or the esteem of others: But experience • 
has. shown that just the opppsite effect occurs. 

Many families bf disabled people are reructaht or reticent in 
discussing their feelings about the disability. This reluctance bften 
stims from a feeling that greater ernotional darnage will take place if 
feelings are brought into the open or that the disabled person wil] fee[ 
personally attacked. While jt may take courage to do so, as a rule, the 
Thbre open the family cpmrnunicatidn is, the better the chances are bf 
gaining needed support arid strength. 

TASK SHARING 

Famir<es can get Into rdts regarding tasks, and this can produce much 
resentment. Ills useful, sornetlrnes, to reassign or reapportion tasks so 
that each member learns to do different things, around the ho 
contribute more fully to the family's functioning: For instance, parents 
of disabled children can take turns in providing care. Teens, including 
those using wheelchairs, can help to prepare meals, wash dishes, do 
laundry, and clean the house. Caring for pets is andther task whicti 
most disabled teenagers can successfully accomplish. / 

taking^ turns and sharing tasks build competency and give each 
member a sense of mastery: The skills devejbped in the homeland in 
the areas of self-care can be transferred. to othir life situations: 
Occasidhally, even j/d cat ions are developed through competencies 
acquired at hdme. Task sharing may require consiijenabje patience, 
irigehuityi arid firmness, depending dh the persdriallties df family 
rnembers and their NA/illirigriess tb tcy riew things. But, rnbst farnilies that 
have followed through say It's well wbrth the extra effbrts irivblved. 



Rpti FtiXiBltiTY AND iNFtEXIBiUTY 

lAligned somewhat with task sharing is role flexibility: Studies have 
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(such as those of employee^ parent, child, student, volunteer), the 
better adjusted and more mature that persdh could be considered. As a 
child develops, s/he acquires rribre roles, and with them come tJne 
demand for added skills to meet the requirements of each role. 

People differ in how they meet role requirements, and no one can 
hand[e all the requlremerits of all the family roles alone. This is why it is 
so difficult for single parents, for instance, to cope or flourish without 
outside support and relief. With disabfement comes role strain, as family 
members are called on to perform duties and replace vital functions 
which may have been manageable in the past. • 

Sandy, a young 'married woman, says, 

. • 

l^vvas so completely dependent on dim to support me (since I had 
never held a job), listen to my troubles, and really to plan our lives, 
that when he became^disabled, I was absolutely lost. I wanted to 
leave him, but I didn't know how I'd take care of myself. If it hadn't 
been for his parents, who stepped ih aRd helj3ed, I know I would 
hava gone crazy, or worse. . . . 

While it is true that disability in the family always occasions, a sense 
of loss, Sandy's words Illuminate some of the problems which rigidity 
of family roles (in this case jmar[tal roles) can cause, over apd above the 
stresses of disability itself. Sandy was doubly unprepared for change 
because she was still living as a child with Jim acting more as her 
father than as her husband. 

Another frequently observed problem sjDrihgjhg from role inflexibility 
is one ih which all of the caregivihg resj3bhsibilities for home and 
children rest upon the mother's shoulders. This is difficult to rerhedy 
since traditional societal expectations have reinforced thls^concept of 
the mother's role. When there is a disabled child in the family, the 
increased caregiving responsibilities are often too great for the mother 
alone to assume. The problejn worsens if she feels too guilty to ask for 
help, for fear*that to do $cL:WbUld be an admission of failure. 
Resentment often ensues. TfTi§^i>fei^|ci create erhbtibrial 

distarice between the rribther and the7§s*<itthe family which, if nbt 
resolved, can prbduce serious emotional and phv^^t^oUiardships and ah 
overly prot^ective attjtude^^ d|sablej chM^ _l?""^T^^-^.=^_ _ 

Nondisabled siblings can uxperience the same problem. Studies have^ — 
shown it is usually the eldest daughter who, through increased guilt 
feelings, or parental inability or unwillingness, is persistently cast in the 
caregivihg role. Studies of siblings of mentally retarded youngsters 
shbvii^ that, they have ah thcreased ihcidehce bf psychiatric disturbahde. 
characterized by pbbr peer relationship^^ temper tantrums, and 
depression. 34 ' 
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Virtually any family member can fall prey to the prbbiertis ihhereht in 
assQrning the lion's sha^e of responsibility for one or rnbre disabled 
family members. It Is hard for the family to cliange this situation 
because the member who assumes this respons|bilit^is^sually the one 

for whom it comes most naturally ai^d because that rnember is 

perfbrrifiihg a vitaljy heeded functioh. It^lso offers increasing rewards,. 
because as tirhei^asses^ one becomes rhbre expert in fulfilling this role. 

There is dar;^fe that the individual grbwth needs bf the p^rsbh 
assuming the oBgivirig role wHI be sacrificed) br underdeveloped. The 
child who rnu^t m rnqther^ the rnother who may bn[y b^e^rtibther, the 
father who may only be child, aNJiayeone^^ They have 

few opportunities to develop themselves as separate and urilque pebple 
bUtside bf the roles which they perceive are required of them. The 
resulting prbblems can requirp bUtside intervention, to help families 
adjust so that ill farriily members can be allowed greater possibilities for 
self-developrheht. ^ ^ 

STRESS MANAGEMENT (HAbT) 

Members of Alcofwiics Anonyrnous use ^n expression which is rhearit 
.tb alert the recovered aicoholic to a situation which could be dangerous 
tb cbntihUed sobriety. It is, "Don't get too Hungry, Angry, tonely, or 
Tired.^' br halt! ^ ______ ' ; . 

Families lender stress can find themselves in all those situations, and 
it Is a warning signal to use in assessing whether basic heeds Ire bemg * 
: met. Emotional and physical crises can be averted if the family remains 
aware of these basic needs. People in stress often forget to eat br rhay 
have sleep disturbances. They may be more irritable br weepy,, which 
"makes it harder for them to reach out for he[p. This can cause further 
isblatibn and Idnelihess. Action needs to be taken. Take time to nourish 
. yourself and rest, even if you can't sleep. These are essential bodily 
needs. Imprbvement bf general physical health can greatfy minimize the 
effects of stress and alleviate rhuch erhbtibhal vulherabijity. 

Here are other steps you can take tb better cbpe with stress. 

pet out of your accustomed environment if ybu can, if bnly fbr a 
.short break. Choose an environment cbnd^uc[ve to allevjati 
stress ybU feel. For instance, if you are anxious and tense, chj^e 
a s^ene place in which to unwind. If yo.u aria lonely and depressed, 
chbbse a place in which ybU can be with people. 

• Try some physical activity. Use the many recreational dutlets 
available (the object here is to release the tensi5n inside). 

i^i=tete(ajfen^ often very useful in tirhes bf stress or 

* even as a dai]y practiceTYogOSa'^^ 

benefit your health. The basic Relaxation technique involves 



ERIC 



26 



alterhatihg tehsibh of muscles (for five to seven seconds) and 
relaxation of muscles for twenty to thirty seconds. Focus on 
different muscle groupings beginning with facial and jaw rnuscles 

* and slowly moving down the body to the feet. Yoga and meditation 
practices cannot be covered in sufficient depth here, but these and 
other useful relaxation techniques are contained in The HeiaxBtfon 
ah(l Stress Red^ l/Wi/'^ftOdAr, referenced in "Further Reading 

» • and Resources" at the end of this bbbklet. 

• Cbrnriiuriicate ybur wbrriis, tehsibhs, and j3rbblems. Chbbse 
someone who is a good listener and who is in a pbsitibh tb help 
you, * 

• Try to discover what is c|iusihg your stress and consider these 
questions: 

A. Have I tried all that I can to' alleviate the stress? 

B. ; Is the source of stress beyond my power to change? 

C. Can I accbmplish change by jbihing with bthers tb wbrk 
toward a remedy? 

Sometimes families of disabled people, or disabled^ 
. themselves, aren't able to sepacate problems into the elements unique 
to their circumstances or common to many families In their position. 
Isblatibh of the family makes this process much more difficult. Now, 
with help rhbre available, it .is most important that families become 
aware, infbrmed, arid erigaged with bthersjri their situation arid with 
those people who have been trair^ed tb helj}. 

OTHER QtlAtiTiES TO ENHANCE ROPING 

Familiesi who seern to adjust well to disability Tiave^certain qualities in 
common. Some have had to work very hai-d to develop these qualities, 
while for bthers they cartie more naturally. These qualities are: ' ' 

e f 

• Assertion of self and of one's own heeds. This is vitatfy tmporWht 
wheri one is in a dej}eriderit j}bsitibri, relyirig bn riiariy bther pebple 
or systems for finances,* medical care, education,' or other help. 
People can be trained to be assertive (as opposed to being 
aggressive) through formal training or advocacy awareness 
workshops. Assertlveness is based upon recognizing the legitimacy 
of your needs and rights, and it is an essential ingredient of taking 
respbrisibility fbr self-mahagemerit. - 

• ResourceTuTness, This quality can be develbped iri mariy w^ys, 
such as by havirig §ri inquisitive attitudo tbward life in general, 
asking questions when information is Med^^'^^mo^fom 

__^±ixperi«n€es-wrth^t}re inforrriatlbn, and 

asking for assistance. - 



A key word to think of in relation to resourcefulness is 
"sharing;" that is, that a part of getting is also giving, families can 
share their knowledge of the system to help each other, and 
knb'yvJedgt of the system aids in rtibre effectively utilizing available 
services. \ 

Another important aspiSqt of resburcefulriess is the ability to 
develop contacts which can be useful in raising funds^ providing 
physical care^ or othej- types of concrete assistance.'Sometimes a . 
contact you have made within a service delivery system, or with a 
legislator or influential person in the cbrtirtiunity can make things 
Happen far ydu^ when you aldhe wer-e UrisuccessfuL 

Keep resource files with busihes&cirds,' program informatibh, 
records of cG^r^spbndehce, newsletters, articles, ryieetiKg notes, 
ahd^narhes cff people to contact for various services. Seek out 
other parents or families which share your concerns, ask thern for 
their ph^ne ntimbers and addresses, and keep them' handy. You 
could have the beginnings of a good community coatttion. 

• Patience. An often-overjooked quality which can ease much 
tension is patience. It se^s to cortle quite easily to those who ' 
recognize |rid_accept the fact that major change doesn't happen 
very quickly. Physically disabled people and their families are , 
acquainted with the extra time and energy It takes to perforrri rnost 
tasks, Jo jet f^roni one place to another, to communicate, and to . 
wait for medical appohtme/its. they know that planning is required 
to avoid either rushing or missing appointments. 

• Sense of humor. Sortie families have reported that humor has 
saved them when life seern^ pretty tragic. While some people fliel 
there is nothing particularly funny about disability^ or the 
predicaments disabled pebple face, others have been able to accept 
their disi^ilities and to even joke about thern. Geri ddwel, a 
cornrnedjerine wjth C(^^^ has a comedytact in which she 
Incorporates Jokes about her disability. Because of her 
uncoordinated movements and slurred speech, she wa| sometimes 
mistaken for being drunk. So she had a teeshirt made which said, 
"I don't have cerebral palsy, I'm drurik!^ While humor dbesh't 
have to involve disabiljhty itself, the ability ta laugh arid joke dbes 
suggest acceptance of the situatibh and the f:)leasure bf the 
rnbrneht. Psychblbgists suggest that humbrjsj^rx^herapeutic,jan^ 

___rMQy:::pebple^ — =^ 

PROBtlMS WITH AtedHOt AND DRUdS 

Though'substance abuse is a nationwide problem affecting literally 
miilions of Americans, it seems to Ofxut more f requently (though there 
ere no accurate statistics) among disabled people and their farnilies. The 
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causes of substance abuse coul^ many and are open to speculation. 
Some feel that chemically-depehdent people have a susceptibility or 
predisposition, which may be hereditary, to the effects of stiinUlahwS 
and depressants and can thus quickly become physically addicted to 
them. Others feel that environmental factors such as family or group 
abuse of alcohol and drugs, and life pressures and stress, are the most 
important causal factors. Other suspected causes are emotional 
problems such as chronic depression, or other mental health problems. 
Probably all factors have sortie validity as causes. 

Disabled people may need to take more medicatidhs for physical pain, 
muscle relaxatioh, and sleep disturbances. Thus they are more likely to 
depend on medlcdtlons even after the original need has diminished. 
Physicians .vviil frequently prescribe these medications for emotional 
distress, or because a patient frequently complains, and the physician 
does not know what else to do. 

Depression, isolation, and the lack of satisfying relationships, which 
some disabled people or their family members experience, can make 
them wish to alter reality as a "sblutioh." Indeed, lack of adjustment to 
disability itself can |3recij3itate overuse and abuse of alcohol ahd/br 
drugs. Becoming or being disabled may produce thoughts of suicide, 
and chemical addict[ori is slow suicide^ 

The attempt to withdraw (or even the thought of withdrawal) from 
the depehded'Upon substance may be met with resistance, fear, 
anxiety, arid even physical symptdms. However, cOntir;uing to overuse 
drugs (including alcohol) damages relltidrishj^5-aiid s^ 
iricreases ernbtiorial isblatibh, and may interfere with wbrk. Alcbhbl 
abuse eventually causes physical damage to the body, or even death. 
Section 564 of the Rehabilitation Act cbrisiders alcbholism and drug 
abu|se as disabilities in and of themselves. Substance abuse coupled 
with physical disability, then, is a double handicap the family rriu 

Fortunately, much help is available for those who. suffer from the 
diseases of ajcdhdlism and drug addiction. Families can help by 
recbghizihg that substance abuse is bccUrrihg, and that alcoholism and 
drug abuse are very seribus prbbleitis. Don't be afraid tb talk'tb the 
family mernber with the problem ^nd offer ybur suppbrt fiDr_ getting help. 
Write for more Informatipri about the p^^ if hecessary (see the 
resource liit at the eod of this booklet). 

Discuss the issue of getting help, as well as the treatment 
possibilities, with family members. Your family physician may be able to 
steer ybU to proper treatment. It may even be wise to have a physical 
exam pribr to treatrneht, as hbspitalized detbxificatibn may be the only 
safe means bf withdrawal frbm the substance. But physical withdrawal 
IS only the tirst step in treating substance abuse. A cbuhselihg br self- 
help program must be started irnmediately and must get at the causes 



of the person's need to-drink or take drugs. A more positive means of 
^ coping with life must be>f pund to substitute for the destructive use of 
alcohol or drugs. A variety of treatment approaches are available. They 
: are: 

Alcoholics Anonymous — This was one of the first self-help groups 
and is the largest program available today for alcoholism. AA is a ' 
voluntary fellowship of alcoholic persons whose sole purpose is to 
help themselveis and each other to get sober, stay^ sober, and mend 
their lives. Narcotics Ahdnymdus uses the same steps and 
j3rihciples as AA. Al Anon family groups have been set up for the 
spouses arid friends of alcoholic persons. Alateen help^ the 
children of alcoholic individuals understand drinking and related '< 
probjems at home and outside the home. * 

• Counseling programs — These are staffed by specially^rained 
substance-^buse counselors, often persons who have themselves 
recovered from alcoholism or drug abuse.* . - . [ 

• Psychftherapy — Iridividual and f • 
individuals to better hahtSle their problems by building trust in I 
another persbrt, ' ^ | , 

- • Family therapy — This treatment ap^rbac|i is gaining acceptance as 
marital and family relationships are recognized as being profoundly 
affected by substance abuse, and as families ar^i^ sieen as capablfs 
of promoting recovery and building healthier relationships. 

__' __ _ ' __ __ ' 

Most recbyered alcohol and drug abusers can regain fuhctibnihg 
abilities which were Ibst pribr to recbyerv. Indeed^ many cbhtribute 
significantly to their cbmmuhities arid families. But they have learnecl 
that they mast refrain entirely from taking iri the offending substanci) 
"one, day at a time." • 

RELIGION AND FAITJH ~— 7 

— White it m^yT^^Yo to discuss, religion is nonetheless a 

pbteht force in some famjlies, and it can have either a. positive or 
negative irhjDact. When disability bccurs in a family^ ftiertibers try to 
Ynake sbrhe sense bf it, tb answer the tjuestibh, "Why me (or usj"? In 
sbmf cases, medicine cannot glv9 the answer as tb why a disability has 
occurred. Some families^ seek spiritual answers to such questions. . 

Many people believe that human beings ar^ not only domposed of 
mind and body, but of spirit as well. Religious families have received 

' cpjisiderable emotional (and sometimes financial) support from their 
affiliations with rejigipus groups. Religion provides them with a 
frarnewbrk bf spiritual values; itoffers a community b|^eqple with 
whom tb share cbhcerns and .resburces; and it can add meaning tb their 

, lives:' ; - ■ - ^ ^ 



EKLC 



30 



Religious affiliation and faith can be important resources for some 
families. Indeed, it has been noted that some families who beford had 
no particalar feeling or need for religion became very active in it . 
because of disablement: While spiritual growth seems very conducive 
to emotional and physical well-being, strong words of cautidn are 
needed. The cases of actual faith healing are few. If a family expects its 
disabled member to be perrhanehtly cUred of a permaheht disabilijty, 
they are rhbst likely to be bitterly disappointed. 

Some disabled people report that they have had dreadful experiences 
with adherents of certain religious groups. One woman reports:; 

in my experience, religion offered no more satisfying 
explanatidns/answers to "why me" questions than medicine. In 
' actual fact, rhUch of the hassles of attitudihal barriers are the direct 
result of, or are easily derivable frorn, religious absolutism. This 
ranges frbrh being accosted in public places by those who insist that 
I "believe and be healed," to avoidance (of rnej by those who sense 
"evil" ih disability. 

Each family must carefully consider the physidal and psychdidgical 
effects which attempting td "cure" a perrhahent disability fnight have 
on the disabled j3ersbh and the farhily. The desire for a cure can stern 
frorh a wish to deny the disability entirely and may prolong the grief 
process or prevent the seeking of medical care. 

The endless, sometimes worldwide, pursuit of medical remedies may 
have as negative an impac* on the family as the search for supernatural 
cures. The reasonable person must, at some point, decide that what 
can be ddne /?as been d^ dr ts being ddne. This permits the prdcess 
of living with disability to advance. 

A rhah who had had Iyrhj3hbrhatic carcihbrha fbr fifteen years said, 
"rrri hot dying of cancer. Trri too busy living with it." Religion and 
medicine can be balanced in a healthy way. Most med|cal practit^ 
will respect the religious beliefs and practices of their patients. They 
will often accommodate families' needs and -preferences for treatment 
and will devl^e ways td uphdid religidlis practices while prdviding 
treatment. ' - 
- It is uhderstarTdable that any rerhedy which has the j3bterFtial for 
allei/latihg or currng a disability will be sought, particularly while the 
farnily Is grieving ovef the disability. Physicians admit that there is much 
which is not yet understood or scientifically provable about disease and 
disability. Vet much is already known about the diagnosis and 
rerhedlatidn df disability, and medical practices have been'develdped td 
rhihirriize the risks tb the patient. _ 

OH, ; 
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THE EXTENDED FAMItY; NEIGHBORS, AND F^DS 

blsabiiity is somewhat like death. or^iVorcejn jtS irr^^^ on 
relationships outside the immediate family. Peopj&go through many 
stages to either broaden the numbers and kinds m rel8tion«hips tbey 
develop, or to narrbw their relationships to the^fled anrl true." tMis 
depends a great deal bri tha tetnperanlen^glJ^ family, how they have 
emotionally and physically coped with disability, and how they see 
themselves, iri relation to the community. 

^ost people genuinely want to help a disabled person (or their 
family), but don't kno^ what.tq dp. Unless they have directly 
experienced disability, they tend to have a variety of reactions to a 
disabled personj many of which' are awkward or unwelcome* 

Fairiilies are partiruiarly sensitive to the reactions to disabili^ of 
friends, neighbors, bther ilrtiily members, arid strangers. Feelings of 
rejection, disappbiritcneht and exclusion by theme outside the family are 
frequerftiy heard^ paS^ the earfy. stages of disability. The family 

then tends to close up jirid lim|t itself to situations and peop^^ who are 
"safe." For some families, ^his can-be a period of retrenching while 

relatibriships are sorted out and decisions are made as to which 

relatiorishjps rieed tb be saved and how, and wiiich should be let ga. As 
le disabled wbrriari put it, '^Ybu reatiy find but whb 9bur true friends 

er \ . : _ 

Some Tamilies riever move but of this stage arid remain isolated. This^ 
Is unfortunate because, th^ frequently are unable tb bbtsliri the*help 
they nee^'when they need [t since they haye^ctosed oR their resburces 
along with the hurt from whicti.they are attempting to shield 
themselves. 

Ybu will need tb decide hbw tb handle cruel or insensitive remarks if 
they are made. Naturally, the time arid eriergy the family spends on. 
correcting misperceptibris or rebuffs from others will depend upbrr hbw 
impbrtant the persbn (whb is insensitive^ is tb the family, or hbw 
freqqently the same br similar problems arise, 
^ome methods of handling, these troablesoTie situatibns ar^r, 

fly rote ptayfng — Compile a lisf of the most frequently 
boritered difficult br hurtful situations. Have family members 
takS turrisNri playing the rejecting or avoiding persbri, while aribtht^'" 
mer\ber plays the persbri whb is beihg rejected or avbided. Devise 
see which can be used cbmfbrtably by each family niember 
in these situatjons: Rehear8e^ untH they feel 

spontaneous and can. he employed almost automatically. 
Confronration — By saying something such as, *M sertse (my) 
disability mikes ybU Uricomfortabie. Why is that so?", attention is 
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defected back to the soucce of the- problem J, the teeWngs. 
behavior, and attitudes ot the other person This enables a more 
honest interchange which could change the other person's 
awareness 

• Simple e^pl^nwon - Sometimes people ask naive or blunt 
questions. These merely require a simple, ^explanatory answer. For 
inaxance, an answer to a ^jwestion such as. "Why can't she walk"^ 

; could be "ESecause her disability^ makes Her legs so weak that she 

hems help in getting arbuhd." The specific disability *iieed hot even 
be rhehtibhed unless it rnust be kribwri or you wish ^t to be khowr^ 

• ignore the ^pBTht) -* Sorne sltuarions are either too rnlnbr or offer 
too Irttie possibility for positive change: The t^t risponse to such 
srtuations is tc turn your back. Chalk it up to m ignorance of 
others, and don't wasteAfOur^ime or energy on anempts to change 
this ighbr^ce. ^=5^ 

• Drop the **refector$*\- If reasonable attempts h^ve been rnade to 

forrn a refitiohship witH^hbther. based upon understanding ar^d 

respe^^nd disabilityjdontihoes to be a rnajo*^ obstacle in forrning 

or sustaining a satisfVir^g relationship, then it's time to qoestlon its 

oontinuatim. ft is^nlthier to seek out those whom you accept and 

who acceprydu. fStqer than staying with those who reject or 

exclude yau^ 
• / 

Most families fmdVgerahg easier to cope with the outside wbrtd and 
l¥m complicated woHo^tlfiose relatibrvships as tirne goes by, the rribre 
open and comfonable the farnily js about disability, the easier it 
t>ecomes to handle insensitive remarks, avoidance, uneasiness, or 
hostility from outsiders 

it is possible to educate those around you about disabijity \n the 
cbii^e of your daily living. If it is very difficult to go to others* Hbrties. 
ihvrte thern to your hbrhe. Sbmetirnes y^I^Md to talk about your 
disability or that of your loved one. and exprtes what you heed directly 
8r)d openly^ siricejothers canj guM you're^ feeling. Neighbors^ 

extendM'family members, and friends^ can be very helpful. You rnight * 
be able to devise a cooperatj^ system of child care, or back-up plans 
for emergencies. If they driv^and you don't. th$y might be able to take 
you to your ap(R^intments or do your shipping irt exchange for other 
favors or paid work ybu do for thern. 

_ &>rr^irr>e& people' outside the farnily are rnbre helpfuJ than those in 
^ -4tle family bcK:^u8e they areri^t embtibnaily involved ir^ ybur day-to- 
day wuggles. They rnig^^^ be abiejb offer emotionaj sup^ bolster 
^ your spirits when you are low. Some Rave become so involved in 
Y helping the family that they are exceitent advocates and. may 

accompany parents to schdDj meetingipf f fjoctor visits where support is 
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needed. Thev also 9 io Sfd mooey tcv iho faftjiy wHeh 

^ ehprt o* ^ ^ V ; . 

^ As _ J disatHlrtiOT participate^^ in the evefydiy jives 
■ non^^ted people, the ''jfTSgeif ' of 8ifabj|i^ 
Negative ffnages and stereotypes of diaablernwi are being challen^ 
mm ct^inipd f>ot only tttroui^ the media. btS ^^roogh mteraction 
between. dSat^ pebpli, th^r fathiliei. and otters in society. Thus. the. 
potential locreMei fw eyerycme to vt^w peofs^e wbH ditabHHief |a§ ^ 
picpte^ Hfsh with ^eir disabclity b^h{i bf secbnHdta^ impbrtahce As 
)ypred ^eed wrme hla edftoriar'Oh Being Hahdlca|>ped'' 
\ Wewsi^i^j At^tt J5. ISSOf .^^'Any affltetlon w reason can be 
V adttw osed^S: Be&*g"tfe«ted> funny cennot" 

- __ _ _ _ _ ^ ___ ' __ _ 

fjfiiiss «^|idi9ly if ^eafthy* -disability ceri be finoncfalty draining Since 
^f^^ibic eii^l^nos mbhiM are itfiobtaJhl(>te un a family's income is 
. the poverty l«rel» (gsabirrtim often effect mfd^le-rncbme f arrilttes 
*Sie most. FSnJ6( ttflhdards of thring sbrne^imes rapJdly^dSaease as 

. msSf^ biSs increase. - 

it Is hripwtisnt to detarrnfne ybtir tlnanciei r>eed8 for treaw^efitt ot th^^ 
^ ^Sigrt)^. if yoir family tJoes jiot have a sodai worker, "cali the r>e8rest 
hMpitil and speak to the s^ 

(Mt>gr^ i^mjrc^ are avaUil^ to (this will depehd on ifie disabiUry 
- ybw^ twhay rhemtiir has. h& or her age, ar^ the family income level). 

The dcMer ^hdbm of public asf^ahce to disabled varies frpm 
: state to ^te. doe kUarge^rt to Jhe money each state is able to 
match with 6ie ^deral grants^ tf the j>bspltal social Worker Js hot 

^ .famiHar wftti programs and other potentlei sources of finar*ddj 

N^^iisteri^, d^n't gh^s m Ask for a referral to a public or voluntary 
e^icy for t*« Inf ormm^ ^ __ 

The pij^ic egencfes which offer spac^ prpgrims for ditat^led people 
0 ha^Dhwid^ Or which provide financial reSpurces tor income mi»htehance 
(money oh whJch to lii^ei ar>d purchase of s^Sces Iprogre'rs Tor 
disaWed people) are Hsted below. 

• The federal Soci^ Security Admjnistrm^ (SSI. SSA^JSOH 
proyitJes itwriey to d*sal?kKJ cWtdren oriow i^^ 

t^b^ e^lts over age'efj^itetfi «^ are ilyirig indi^pendentiv 
who are m in oHf of heme pla^rfl^, p* who are fyji time 
students and uhabie to work becik»$ 4>f their disabMlty, 

♦ Mi^icaid ^Sfi^^ rnedlcal msurehb^ fo< Icw inccir^ 

;^ pebpte^ eligibH ty for SSi fetbrhatic^ tiuaiiftes tt^ :i^isabled per sbH 
for MedteaW. ^ - - 



• County or state departmenis of social ^§n/[ces pro^ide^ (Aid 
to Famiiias with Dependent Chiidr* ) monies jb famiiies^wlth^ 
children unW they can earn enough to support themselv^ they 
also administer homemaker-chdre or in-home support services for 
disable people. Food stamps may also be available to families.^ 
depehdmg on state regulatidhs and family Ir^drne. 

• Services for developmentally disabled persons vary from state to 
state and are financed by both federal and state governments; 
services can inciude. bui^re not iimited to. frcre diagnosis and 
evaiuatidh, Hfetfrtie cag^^anagement for those who require It; and 




purchase of services for the develdpmentally disabled ^1 

• State crippled children's services iCCS) provide medical and social 
services, purchase of eS^uipmeht. and payment of surgeries for 
those who are nnanciatly eligible, and outpatient therapy for 
orthopedicail? handicapped 

• State departments of ypcatfenal rehabilitation provide a variei^ of . 
services airhid toward everitual vocatiohai placement, including 
testing and st'aluitioh. purchase of equipment, financial suppon for 
tramirig and adult educatk)n. cbuhselihg. arid job placemerito In ; 
addifion, new "Hfibllrtatibri" programs are starimg which will 
provide Independent livirrg skiWs training to develbprriehially 
disabJed^ and severely handiCTpped petsbris: 

• CHAMPUS ts a federaily funded program which prov[des Health.^ 
rehabilitatidri, and mental health services %o military personnel and 
their dependents 



For rnore detaRed ihfbfmatibri about, firiariaal resoufce^^ fpr disabled 
persons, see FtnancfalResoi/rces for Disabled TndtvfduQls ^the 
>4ns$Sute for th'fbrmaiibn Studies, another pubiicatibri in the Emerging 
iwues in .RehaWSrtatk)n serie^^^ « . . , 

Many middle-intome families do riot finandally^qualify for cash 
supoprt pfogi^rtis. Medicai or health care plans may be offered as 
tienerits through em^oyment' It ^ vrtal to have major medical 
coverage, buf sbrne families have fdtsid rt difficult to obtain for their 
disabled' famify rnernber if s/he has a ''preexisting cdriditibri" at the 
^me of a new appncation. if tt^ disabled person is a teenager, and you 
face Jthe poteritial prbblem of exclusion frbrn coverage, ybu rnay warit 
to prevent this by obtaining separate coverage for him or her before 



jfjyeorlamiiy^ assistance in the form o^ mc6me 

mSjiienance d? iipplemental rncpme for disability, here are some 
sirt^ practices ybu cari-appty which cdutd deterfnine whether you 
re<»fve the .^M»lstarice to which ybu are entitled or are stranded while 
your cM8 ^ rnired in red tape. - - * 





• Keep records of ail signed agre^ 

receive regarding your case. Any phone calls or conversations 
§k should be logged with the djte of the cphtact, who you spoke to, 
t:' and ^hat was deterthihed. These logs should be kept wHh ydur 
I other case cbiAespbhdehce^ 

I , • If ah wtibn is io be takeri^m^^ understand tv^K- If you 

■ are required to make^ an appoiritmeht or supply the agency j^jth 

Information by a certain 4d^e; do ^o, or your ben^ts could be cut. 

• Make sure you know of appeals procedures for clients, this is - 

I racessary whenever you. deal with bureaucratic agencies. Identify 

r: the final arbiterts)^ appeals cases and how long It may take to . 

render a final decision. ^ - \ 

• if your caseworker cannot answer \ 
I rerolve your prd^ble^ djsrespedt, notify 

t tf^ SQi^rvlsor en^ Sy to solve your problems that way. * 

^ • Report any change in lncome# either upwards or downwards, 

Immediately. While some clients use the fact that public assistance 
peyments only provide for living at a 8Ubsistehce«level as a reason 
for hot reportjhg additibhal income^ the penalties for govefhmehtal 
overpayment can be severOt ranging from simply paying Ihe 
overage back* to denial of assistance eltgibllltyrtb crirnlhai fraud 
charges^ ^ " 

• Realtze that for recipients of SSI, any major life change, such as 
becoming a full-time student moving from res^ential care to 
independent living, or getting a job, wilt automatically bring a 
redeterrninatidh of eligibility ba^ u^h the need to assess the 
financial situatibh br seventy bf Handicap. While this determihatibh . 
is taking place, payments may be held up, sb.tietimes fbr mbr^ths. 
Prepare fbr this by h^fying your caseworker well in advance bl i 
the change, if possiblf. 

• Get as many brochures about the service as you can and study 
them ciflrefujiy. More than jikely. you wiil not be given complete 
inforrnation by your ejigibjlrty ca^^ 

• Families receivirig AFOC (Aid to Families with Oependeht Chjldren) 
who have a disabled child living at Hbh>9 who is eligible fbr SSI 
shbuld weigh the benefits bf applying fbr SSI for tHe child. SSI 
income is considered part bf the tbtal family ihcbrre^ rhereby 
decreasing the amount ^ 

8ddhk>n, the family may Be receivirig an allow for food stamps 
which wit) probably be decreased if the child is on SSl since the 
income f^om SSl mctades a food ailowance. But, If the child needs 
ongoti>g medical care and the farnily is ndf eligible for any Medicaid 
coverage, SSI ^or the child should be sbught, since it automatically 
would cbver the child under the state's Medicaid plah. 
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. Disabled adblts vvhd_wish to or who can actually work are in a 
bind with regards to SSI arid department of rehabilitation goals and 
practices. The purpose of SSI ihcorne maintenance is to provide 
rrioney arid medieval bene^^^^ support 
services may be added) for aged and disabled people who tfsed to 
be considered onsuited for substantial gainful idmployment. On the 
other hand* vdcatidnal rehabilitation efforts now focus dh more 
severely disabled people, some df whdrti are prdving themselves 
capable of cdrnpetitive employment when given training, education, 
and bppbrturiities. The "bind" comes when a severely disabled 
- person is newly erriplbyed and the incorne does not rnatch the 
benefits received while nof working; This creates a work 
"disincentive," and characterizes the dilemma which many 
permanently disabled people face when considering whether or not 
td jdih the wdrk force. Vdcatidnal cdunseldrs heed td fdlldw up 
closely oh their clients who could be in this pbsitibh and intervene 
before the disabled persbh becbmes jbbless and mbheyless. - 



If your family is destitute and^ is not in ^ny public assistance program. 
General Relief is available and may be applied for at the nearest office * 
of the county department of social services. 

Sortie sdcial service agehcies, such as Cathdlic Charities, Lutheran 
Social Services, Jewish Welfare drgahizatidr>s, and the Salvatidh Army, 
plus sbrhe other hbh-religibusly affiliated agencies, such as United Fund 
and Easter Seals, will lend or give money to needy families on a limited 
basis. Sornetirnes use of the rnoney is restricted to the purchase of food 
or clothing (or medical care or equipment in the case of some Easter 
Seals chapters). 

Some fraternal organizations fundjsrojects to assist people who 
beldhg td a certain disability grdup. For ihstahce,^the Lidn's^Clubs fund 
rhedical and surgical' care for blind individuals. The Elks sponsor 
prbgcams which prbvide ih-hbrhe therapy services to childrbh with 
cerebral palsy living in rural areas Hn California, Hawaii, and Arlzbha). 
The Shriners' cause is orthopedically handicapped children, ^ind out 
which fraternal organizations in your community contribute to charitable 
causes, it may be that they would be willing to temporarily sponsor 
your family's special needs or extraordinary expenses If there are no 
other rtieans available td fund them. 



eOUNSEbiNG SERVICES 

From tijme to time, all f amihes 
stress and exhibiting more Irrati^al 
very unhappy , pressure may be 
problems miy exist, such as jnjlbtibnal 
enumerating all the trbubling po^sibiliti 
or a farhily rherhber that their 
resolve rnajbr prbb^erns, options 



may find themselves under increasi^ 
behaviors. Marriapes may becpme 
applied by in-laws, or serious Idpg-term 
breakdown. Without 
les, when it is clear to the 
Inner resources" are insufficient to 
can, and sometirnes rnustf be taken to 



fl^^J^^LPi J_'^®^®_°P^'?n^ ^^^^ ^^^^ a^ networks of 

professional and nonprofessionaj people, or formal^ sujeri as couhseli.ng 
or psychotherapy. The next seyeral paragraphs wiir discuss counseling 
and therapy dptidhsi the netvubrking model, and how families can more 
easily ggih the help they heed. . / • - 

A variety of couhselihg is available in most ujbari areas/ with 
deadedly fewei^bptibhs^vailable in rural area^ The quality bf services 
can rarige ffom exc^ to poor, and quali^ sometimes has little to do 
with geographic location^ / 

A surprising numb^ of families who r)ded psychotherapy or 
counseling will mak^ their seiection f rom the teiephone book or because 
they like the sdUnd df the center's dr4herapist's name.-bccasidhally, 
these rhethods of selection v\^ill work dUt. But there are means by which 
individuals and farhilies can make a rribre educated choice by knowing- 
rnbPe about the field bf rnehtal health and getting relevant questions 
answered over the teJephbne piibr to the initial visit. 

Many individuajs and agencies offer counselmg or psychotherapy 
services. A partial list of the major types of services follows: 

• Communi^^ — Currently, there are 
over 300 centers hatidh wide which are federally and Ideally 
funded, and which operate on a slidihg-fee schedule based upon 
the individual's br family's ability to pay. They geheratly ^ffer 
shbrt-terrn <six-t\Velve weeksnhdividual, group, br family 
treatment. They emphasize serving chronically or acutely mentally 
ill people who are "at risk" of hospitalization or institutionalization. 
Those with physical or mental disabilities or disability-reiated 
dysfunctions are generajly given jowerjriority for services. 

• Family/cVhTcs, cMd gutdance cJinfcs _^ These are dfteh privately 
operated or hdhprdfit and are staffed by a variety df brdfessidhals. 
Services cbmmbhiy provided include family cbuhselihg, child 
therapy, family grbups, and when indicated, individual therapy. 
Many operate bh a sllding-fee scale and will bffer longer-term 
therapy. 



• Agenctes specratizing In disabitity — Some will offer short-term 
counseling by staff professionals. Parent groups and training are 
often provided. Possible limitations for some families are that 
cbuhselihg is riot as iriterisive or sufficiently lengthy to resolve 
riiajbr family or individual prdbfems. 

• Peerx:otmseM^ a new service concept and not available 
' in nnariy areas^ disabled persons or experienced family members are 

trained to counsel other disabled people and their families. Such 
services are generally offered at a low cost, on a sliding scale or 
free, and can be long-term, depending bri need. "Rap grbups" are 
often available, rriany at rib cbst. This service has been 'pioneered 
by ceriters fbr inctgpenderit living. 

• Pnvafe-practicep^^^ probibly the most 
expensive treatment avdiable, but many insurance policies will 
cover a percentage (some up to 100 percent) of costs. The 
benefits of this method are the professional accountability of 
therapists, the ability^ to handle deeg*seated problems, and the 
availability of long-term treatriierit. Treatriierit is gerierally personal 
and uribureaucratic, arid confidentiality is more easily kept. 
Individual, group, and famify therapy Is gerierally available but may 
-depend on the preferences of therapists. 

• i^wprofessfonaJ covnseiing '- This is akin to peer counseling in the 
respect that paraprofessionals do not generally hold advanced 
degreeo. They are unlicensed or uncertified people who cdunseL 
under the sUperyisibri of a licerised mental heaJth prbfessibrial. This 
category could iriclude studerits who are wbrkirig tbward ari 
advanced degree br riiental health licensure, bn brdinary citizens 
who wish to help others. 

The mentil health or counseling field can be confusing to those who 
have, never been exposed to it, not only because of the many types of 
services and their benefits and limitatidns, but also because of the 
variety of disciplines and degrees of the prdfessionals. Also there are 
varlbus thebrtes to which different therapists riiay adhere, varibus levels 
bf experience arid cbriipeterice, and, bf course, each therapist has his or 
her own persbnality. All bf these .factors should be considered when 
selecting the type bf help you will receive. 

In nnost state^s,^ health Ijcensed or certified after they 

have acquired a certain number of clinical hours under supervision and 
they have passed qualifying exams. This protects the consumer of 
mntp f filly from malpractice, not only because bf the advanced 
training and experience necessary to qualify for licensure, but because 
bf cettain ethical arid legal staridards bf practice which riiust be upheld. 





If you, your family as a Vvhole, or a member of your family needs 
counseling, consider the fblldwihg factors. 

• Wjtat rSoney are you able or willing to spehcl for treatment? 
Remember, some Jnsarance plans will cover partial or full Jayment. 
Medicaid, Crippled Children's Serv[ces (66^^ jnd CHAMPUS will 

W lisp cover a Hftiited number of visits. Bpar h mirid that^^^^ 

I insurance wifonjy cover jicensed or certified profess»orialsrsuch^s 

5r psychiatristsiw.D psychologists <Ph.b.'sj, and in somie cases, 
||: clinical sociarNl^brk^s and certified marriage, family, and child 
counselors^ 

• From the varldas typ^s of cburiseUrig available in yb^^ 

|J which best suits your needs? Considerthis in relatlbh tb what ybu ^ 

I : can afford and what you expect to gain, 

I ^ • What other resources can the therapist or centei^proyldejr^additibri 
I to cbufiseling? Sbme ere: hospitalization resources, rnedjcat[on 

assessrnent and prescriptidn, psychdiogical testing, child therapy, 
I - group therapy, referral tb bther services, dr^exual cdunseling. 
Ik Sexual readjustment fbllbwihg the disablement of a marriage 

|; partner is a common source of cbhcerri, and many pUblicatidns and 

services are now available to help in this area (see "Further 
; Reading and Resources"). 

. • Can you git a referral from an agency for services^? Sbrnetjrties 

agencies have access td tcndwledgeabje professionals or programs 
which ybu may ribt be able tb dbtaih independently, they may 
even be able tb pay fbr treatment fdr their clients if counseling is a 
part of the rehabHrtatibn plan. ' _ _ _ 

• Can you' get recornrnendations frbm friends? ^Sbriietimes "wdrd df 
mouth" is a veR; good method of selectibn, since others may have 
rtldre direct experience with the service than you db. 

Selecting cbunsejing assistance can sometimes be a matterj)f 

"shbpping around." Ybu want td select a counselor who Is empathetic 
and objective arid with whbm ybli can establish a godd worl4ng 
rejationshlp:^a will warit tb kribw abbut his dr her.familiarity with 
disabiiity-rejated needs arid problems. This is important for ydU, since 
s/he will need to be able to bbjectively assess hbw tb help yqu adjust td 
disability and its stresses. S/he w!l] also rieed tb assess whether there 
are other significant personality problems which could hirider 

adjustrnerit. 

A service mbdel which may or may not include counsejmg or 

psychotherapy is ^"rietwbrking." It has been gaining more attention 
recently as service prbviders realize that financial resdurces for more 
expensive arid specialized professional care are_ decreasing. Networking,' 
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which i$ sometimes referred to as "the continuum of c^re,'' 
emphasizes training people to live as se]f-8aff[cientiy as possible, it 
stresses creatifig Jinks to new, nontraditional forms of care to meet the 
range of pfediqtable human needs. These links, or networks, include 
social service agencies, churches, schdote^ neighbors, families, and 
friends. Services are often delivered without fee. 

The networking concept of self-care is very clear. It assumes that 
most people who heed human development services can be helped to 
care for themselves. Thus, investment Is increasing in activities such as 
parenting education p^^ and independent living 

projeds for disabted p^ benefits isan come from other 

"nonaervjce" resources for self-help, such as tax credits for child care 
allowances and for renovation or modification of Mbmes to make them 
accessible to the disabled hbmebwher. 

The uhifyiDg therrie in the preceding sections cf this booklet Is that 
families of disabled people and they thems^^ have much In common 
With other famjnes, but they ajsq have unique problems. There are 
ways to understand these unique problems and, through understanding,* 
to build self-reliance and interdependence /Assistance can be sought 
along the way to prevent severe family disruption Ihd to provide 
alternatives for family members in achieving greater satisfaction. 
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VI. USING AGENCIES EFFECTIVELY 

In this section, we will discuss some of the ways families can receive 
help from rehabilitation and related agencies and professionals. We will 
suggest ways to gain access to services and programs. Mainstreamihg 
fn the schools and out-of-home placement vvill be covered, sihci^ both 
situatidhs require families and agencies to interact, arid both situations 
are inherently stressful 

IVIahy farhilies are thrust into the rehabilitative services system only 
because of the[r disabted family member^ Mos^^ little or nothing 
about what services are ayaila^^^^ In some cases nvt 

available to them) until they need them. They tnay know little about the 
legal guarantees for equality of access to public buildings, employment 
ppj>ortunltfe8, or education /even though the issue of ciyif rights for 
disabled people has been publicized. Many families dph't know which 
agencies to contact and are frustrated to find that it is often through 
infbrrnal means that they get to the programs which suit their needs, 
these problems can be greatly alleviated If families learn how to enter 
the system. \ 

ENTERING THE SYSTEM 

. Manyitmilies corhplain that months, even years, can go by without 
their hearing about nearby programs which could have hel^d them; 
New prdgrarhs are cbntihually being formed, and established programs 
chahgis; some prograrhs close entirety. It is rib wonder that families 
have such difficulty In finding but what Is available to them at any 
particular time. . ^ ' 

to help families enter the service system, information and referral* 
(I & R) programs have been set up to act ^ resources for families or 
disabled individuals who cahhot know of all the services available to / 
them. In large metrdpdiitan areas, though, it is dfteh impossible for th^ 
giheric (meahihg they_haye' access to information in all categories of 
services delivery) I & R services^to keep up with new programs, 
prograrh changes, or closures. Sbrhetirhes fdllbw-up, which is a key 
ingredient In successful referral, Is not provided or Is inconsistent. ' 

Another prq^b^lenri fanriiljes niay experience is |n knowing which 
information and referral service to call. "Hot lines," for instance, offer • 
people in crisis immediate relief and assistance with their problems, but 
they are nd^ appropriate sources of referral for most 'disability-related 
prdgrarhs. Families can easily be turned off to further iriquiry if their 
ffrst cbritact in trying to obtain ihfbrmatibh is ihapprbpriate or 
inadequate. 



\ Again, cdmmdn sense, assertiveness, and persistence can pay off. If 
ydu refer b$ck to the previous section you will find that many of the 
suggestions made there will apply equally in Using I & R and other 
services, bearhing the fbllbwihg skills can help yoU find and use 
appropriate programs; 

• tdentify thB services yov need. Families sometimes have trouble 
here because they don't know what services are ayaiiable or 
cannot ariticipate thiiir heeds until a crisis occurs. Some families 
tghd to uhderestffhafe or misperpeive their heeds. Others may call 
on ihfbrmatibh arid referral sa^ices for mbra) support or guidance, 
which Is not always availabl^^)iartihg or listing the embtibnal, 
recreational, and physical need\bf the w^^fe famWy can help 
greatly ih clari^lng what you're asking, for. 

• Review the ''contacrs'' (agencies, xtocprs. Mends, neighbors, 

^ hospitals] which yov have already made. Ask them to investigate 
possible resburces fbr ybU, but be sure they have all the facts they 
heed this.^ Fbr instance, they may heed tb khow if ybU cah 
pay for service, if ybur insurance will cbver the cost of services, if 
trahspbrtatibn is needed, etc; Any bther pertinent facts shbUld be 
provided by the family to the person who makes inquj 
Remember, when you enlist the help of others, they can^ become 
part of a team effort, but they need to be informed of any facts 
which have sighificaht bearing oh your abilitiei or inabilities to 
access services. 

• Target the agehcTes you wish to caH. Some generic or multipurpose 
Infbrmatibh and referral services are excellent clearihghbuses for 
jinking people to services; These services may be prbvided by 
United Way/Onited Fund, departments of sbcsjal se^ even 
offices of iocai eiected officials. Some of these seryices^m 
vblUhteers who are trained to help with specific problems. And 
some bf the lirger I &^R services have procedures to assist families 
Ih thbrbughly cbhsidpihg all of their heefts ah^ 

recbrdihg thQse services heeds fbr Use ih plahhihg ahd codrdinating 
of services. Often, though, you rndy wish tb bypass the large I & R 
agencies and go directly to the agencies set up fbr specific 
dispbiiitles or for disabled children o^ general. Phbne 

hUft^rs i^n be found in the telephone book/ or if hone are there, 
their Kltidhaj offices can provide you with [nformatiqn and refer 
ybU to the dff|ce closest to you. (See the resource list of national 
brphizatidns.) 

• Nurture the gegd wntacts you^^ made. If ydu've fdUhd ah agency 
which seems particularly responsive tb ybUr heeds, or a particular 
person who has helped you, stay ih tbuch with them. A way of 

: Ah : 
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keeping them involved in your progress Is by giving feedback as to 
what was or was hot Useful. By givinjivfeedback, you begin to 
establish a relationship which leads to the expression of feelings 
and thoughts. Words borrowed from sciefK:e, such as "system" 
and "feedback," tend to diminish the importance bf'that which is 
traly help^al to people, riamely rejatjonshjps.W that 
people who help others may experience the s%ne Jaeliiigs of angers 
helplessness, and frustration as you do when their efforts to help 
ydu are thwarted. Conversely, they feel good wHf n they 
successfully help ydU resolve a problem. 

Helping is a two-way street. By expressing ypUr Ippreciatidh of 
the efforts of others to help (if deserved!, by asking questions and 
givjng feedback about what has or has not helped, ybo^rnake the 
relationship between you and the one who helps you rnYremutual> 
equal, and personal. And, you become more knowledgeat^le and 
self-reliant in the process. ' 
• Devise a plan for toitow-up. A major obstacle to success in the 
service system is the lack of cdbrdinatipn and communication 
between consumers arid providers, and between providers and 
other providers. This hampers entry arid exit from services, day-tb-. 
day provision of services, and planriirig efforts which seek to 
identify areas of unrnet need, this problern becomes more acute . 
with services considered to be "brief contact," such as 
information and referral, but it als^o hampers the effectiveness of 
Ibrig-terrti services. 

It is important, then, tb plan fbr fbjidw through, and to do your 
"part iri keeping helpers irifbrrtied bf the effects bf their efforts. If an 
agency gives ybti a few pbtential resources to cbritact which do 
not turn but tb be successful, call the agericy back arid tell them 
why the resources didn't help. 0ften, the referring ageriqy can 
Intervene to find out why the resources were inappropriate and 
make a more appropriate referral for you. if an agency agreed to 
call ydu within a specified time and they don't, call them. 
Unfbrturiately, in rtiany instances the "squeaky wheel" principle 
bfteri operates. Agencies need tb kribw that ybU are motivated to 
get the help ybu rieed. 

Sornetirnes an iri-persbn meetirig is the best way tb get what ybu 
need. It gives you the opportunity tb make the ac^ 
situation real to the agency person, and |t helps forrn a potentiaNy 
bngding partnership with people who can be valuable future allies; 
Many agencies are beginning to serve people In thbir homes, as 
outreach effbrts iricrease;and the needs bf people who lack 
trarispbrtatibri br whb are hbrtlebbUnd are belr>g recognized. 
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AN OVERVIEW OF PROGRAMS AND SERVICES 

Historicaily, the disabled person's service needs have beefi the focus 
when programs J^ave indiyidua^ program planrUng 

has taken place^ Thil/has been based upon the "diagnostic- 
prescriptive" modeljtvhich corn^s from medicine and which seeks to 
diaghd^ the prdblerh {the dlse^e or disability) and then to prescribe 
the treatme^^ aiieyiate it T^eatm^ disease 
V or managing the condition through medicatton'i therapeutic treatmehtSi 
^vsurgery, or therapeutic programs.. The concern was the person with the 
disability^ and the remedial measures, which were applied to him or her. 

Families were often ignored Jn the tFveatment process and were 
expected to fulfill their bbligatibhs by tr^spdrtihg the disabled person . 
to prbgrarhs and office visits, and by providing aii the other caregivihg 
as well. While services for disabled people are still the most important, 
components of the system, and farn][ies do play a v|tal ix^^^ In enabling 
the members of their family to maximize their abint[es, famijies are 
beginning to speak out for what they need to help them to manage 
better. 

Sbrhe_ agencies have traditibhally been willing to serve the entire 
farnily. This is true of the voluntary agehcies'started by groups of 
parents of disabled children >A^hb began services where hone had 
existed* Examjijes^of such groups are t]i^ United Gerebral Palsy 
Association and the National Socjety for Autistic ehlWreri^ The^^^^^ 
organizations, large and smalj, retain a family orientation and local ^ 
chapters and affiliates of many of them can be found in all sections of 
the country. 

Larger (generally gbverhmehtal) agencies are often very restricted in 
what services they are permitted to provide to family members bther 
than their disabled client, even though the family heeds are disability- 
related. Thes^ restrictions stem from both ftjndmg [irnitatibris ; 

^Insufficient money to adequately pr^vid^ services to each di 
client, let alone to the family) and attitudinal limitations (the family is 
perceived as removed and distinct from or sometimes working against \ 
the plan for the disabled client). bccasidnaliy< sdm]9 agencies resist 
including families as fully as possible for fear that families might 
cbrhplicate rhatters too much br take away from the ^p/ofess'onal'' 

Satare of the service. Sbrhetirhes this approach is justified, particularly 
there are scarce resources for providing more sophisticated services 
requiring highly trained.people. Some families have so many problems 
that it is beyond the scope bf any one agency to help completely. 
These families need to consmer whether they can reasonably expect all 
. their problems to be tackled |hrough services aimed primarily toward 
the disabled^cohsumer and disabnity^related issues. Such families might 



consider the /'networking idea of formal arid informal services, such 
as psychotherapy or cdunselihg, respite care, and family education and 

support group s. ^ ' 

; in most cases, however, families could and should participatejnore 
fully with agencies. Some of the bad experiences agencies report aboat 
families, sudh as failing to fdllow through, removing the disabled person 
from the program, and everr seridusly disrupting treatmint, can be 
dir^cfly traced to the family's ihyblvertieht in the helping process being 
discouraged. Studies are currently underway, to identify the role of the 
famiiyin the rehabilitation process; arid to drscbver the most effective 
Vvay^ to involve family members and significant others m programs. 

Parents and famiiy members are now iegaliy afforded rriore ^ 

opportunities to participate than ever before. And xhew are many more 
types of cbmprehenstve programs and services from which to choose at 
all points in the life cycle of the disabled individual. During the last 
^decade, we have witnessed the rise of irifant and preschool programs 
which help families of young children to meet their childrens'* 
developmentat needs and which support famHieS through the early, 
difficult years before public educplon formally begms. Say care 
^ograms have begun to serve handicapped youngsters in either . 
specialized settings or, in $ome cases? along with other nonhahdicapped 
chijdreh. - ■ ' 

School prbjjrarns and private agehcy programs are now beg^ning to 
assist disabled, teenagers to prepare for independent living b^^achihg 
thern such skills as hbrne rnahagerneht, use of cbmmuriitV resburces, 
forming and maintaining relationships, career planning and preparatibh, 
personal grooming eftd hygiene, f^inancia[managerTjent^^s0 of Jejsare 
time, and many of the other skills necessary for successful independent 
living. _ ' ^ 

The hard fought struggle for independent living for severely disablea 
adults has becbrne rribre fully realized as orograms like the Center for 
Independent Living in Berkeley, California, nave dertibrlstrated that with 
sbrne supjsbrt services, rnapy disabled people can work, live in their 
own cornrnunltles, and rnake btitstahdihg cbntributibhs tb sbciety. 

Services, books, rnagazines, group^^ people^ laws, ag^hcies^^rid^ 
^programs to assist farn[lies to learn more about disability nnanagenierit 
are increasing. Organizations to protect aq^ advoci^te foTthe rights of 
disabled people are af^o proliferating. 

Families are assurtjihg more and more respdhsibility in the case 
rnahagertteht bf their disabled members. Agencies are realizing that 
most farnilies can provide the expert care and supervision which ; ^ 
agencies are unable tb prbvide, ahd^that wiift training families can learn 
basic principles of case rnanagerneht with the agency's resburces 
Available to thern. This farnlly rnanagernent model uses agencies as 
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altiM or contuttahts in the services process, li Has the great advantage 
of st^gthehihg families and maximizing the usefulness of agencies- 

A6t6SSARY OF TERMS 

A f^w vocabulary is being used, as a ''shorthand'' language, to 
d^K:^ positive and progressiye cdhciepts^ .td replace older hbtidhs of 
disabted people as incapable of leading meaningful lives or as shut away 
frbm society. Awareness of these terms Is useful, hot only in 
conceptualizing your family's attttudes towards disabiUty. but in helping 
yba become more effective In the services arena» 

• MamstrBamtny - this process fnvoives moving a disabled child 
fron> a special educationat setting to a "regular" school settlhge ft 
cant also mean that the disabled persbh joins the "rhaihstrearn" of 
life or is assimilated into the world of hbhdisabted people. 

• NormalfzaiTon - For those who are ''devetbpmehtalty dfsabled" 
fjnc[udes such JisabHities as cerebraf palsy* 
apliepsy* autism* and other neurologicai disorders), social 
segregation IS otten more pronounced. Some of th($ segregation 
caused by the practical difficulties a family encdUnjers in 
atterhptihg to bring their child but imp the public. But more pfteh 
social stigma is the main cause. Disabled people, and hot iust those 
with deveibpmehtat disabtlrties, have often been deprived of 
experierii^s Jeducatior^^ 

which would help them to learn and mature. "Normalization*' 
involves a i^carted effort to expose the disabled person to as 
many oppohcunities as s/he Is capable of using to xemedy the 
effects of er^virdnmental aod ediitatidndl depriyatidh and to 
enhance development. 

• Bamer-free - This phrase describes ah ehvirbhrheht in which the 
. barriers in attitude, communicatibh* transportation, ernployrnent. 

education. mo^lSy, Uavel^ and recreatiori have been removed - 
thus enabling the complete integration of disabled people into 
society. 

RACEMENt ISSUES 

; CM the rhany stress points in the life cycle of families of sbrhe 
disabled people, those whSch seerh to be most difficult are the tirnes 
y^heh but^bf-hbrhe placerheht is being contemplated, or a child is being 
comide^ for malTO^a^^ ihto^the regular classrborn. At these tirnes 
fan^jies need expert guidance frorn agencies* accurate^assess^ents of 
the functfonai gotentiaj of the disabled person, and a tfiorisugh 
Understanding of all ths attemmives whic^p^duld be considered. Any 




utec^km Which requii^ a dtenge in arr8i|^meni.^ socH as , - 

imlapericteriit living* entrv imo a new scho^ seHir^. or a nvjve to a new 
axm^K^^ can causa tha ffiriliy td f^^ anJOous impifci iM « 

' dimsB make on tf* disabied family iiiamt»r and th^^ famifv. 

* ^ ■• ■ . • ' . / 

I^UUNSTRCAMRiiQ * 

JIJw of jTOjn«rea^log children from ^pMia^edacaijonat 

sot^nt^ to regolar ctewroofroWvej^^ M^? 
parants are eager to see tf^ir cfifidren Inter^ and leam^wiih 
noiilm^icapped ehildfiin. And/ in their esgemass to ta^l fdvaniage 
these new oppoitUhKiei. they rtiay hot be llbte to clearfv $ssei^ihe 
potint»al drawbaUcs to mainstreaming or what effect it niay Nave on 

theif^i^iHdr J 

FOTifles most freqoentfy concerned about the fdilowing 
qim^onSc 

- - \ - - - ,1 ' ----- - 

• l8 tfie child emdiionat^y ready to adjust to a new school setting? 
« is 9)e child educatiof|dl^ ^ grade level, or above* or wHt s^he be 

pm::ed behind jiwe^s? * 

• Is sV^re able to relate to others awl form frJehdships? 

• What, extra sbppbri secvJces or equiprher^t will be available? Are 
fiSoie se^[ces adi^^ 

• How do the marnstr^m prir>cfparsnd teachers f eel aboat 
ma»ns^amtng your child? Can you ^f^rhaps the special 
eidgjcitvbn teacher help to ma^e their attitudes more posifrwe? 

• Have you worked out a plan lof taRtng bare of your thild's spectai 
pHysicai heeds at school? Who will prov/de assistarKo? 

• Row wSI dci*|s ybuf child- u^cterstahd his Of he/ disabiiiry? How is it 
eSble»ned to mf^ers? How does s/he accept H^r or h^s liTHatior^s? 

• What archtt«^irarbajriers ex»st at the School aod^whai 
arrafj^gemenis have been made to ohysicaliy aocomrribdafe vcot 
child? - \ ' ' 

• What phy^^m education or therapeutic services are offered and 
what ertangertienis are required so that s/he can obtain thervi? 

• How will your child be trahsP:>?l® to -and from school? 

• What arrahgemehts has the sc>xil district nt^ade to pay fpj theijo 
services for ydbf child in the regular classroorn? 

• How much do the ma[rist/es^ teachers krrow abcai fdrrnoiating 
iadividoaNzed education piar^ for your child? 

Considerable fighttng and confusion can be elim«rvatedjf your family 
can base decision on havint:i adequate answe/s to the above 
QliestiohSr Undue stress can h^ placed upon a child who i% not prepared 
for the real changes likely to take place wrth rnaihstreamihg. 
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fwmif^ COT avoid $0?*^^ unnecessaiy Hdrdshios by tHof bug^s^v 
pia^Air^ for \f>en0 ctianges we^i iovdnco Soecidi mamsi/eam 
cck^^ielofs are dvaiidl>ie^h somo school disrnctsi 16 Qssm tamiiios 
d^sablML cl^fld^en rti gening iho H©ip they ncned at school and a? homo 
inUst as much a&S'$!ance as voo ^^e^ 16 make matnsifoaminq a 
wccessfo* e<pen«f^ca for vo« and vou? c^^Jd 

Otit Of HOME Pt^CeMEMY 

Pvood&ty CO decs5<cn a fam»iv m^sos conce/nmg d'sabiod rnerritM?? 
>s as dUlicuSt as tN? d<K:?5*dn lo p^acc that p^^sbn »n but of Home ca'cr 
is ecualiy pa'htuj fcga^diess bt wheth^f a cH^lrj: aduU: b? ao aged 
famiriy membef »5 bating pincbd 

Gooo^auy: tho lanrnt? mombof >s emotiofiaity: tHJf^av»o^inv. mentaHy. 
o# 0hy$2cai(y '^fid^cBppo^ tha? tho la/niiy unab?^? to adiHjuaio^y 
cam for titm 0* * a? homo, and common^iy rosdutces aro 'nsuHiOfr' 
10 mwi cont»nuih§ hoods PamiJio^ oHcn e«cM?'*^ncc a ncbsb b? 
IHOfdtjnd 9u ^t afwj f « 'Uto thoy thoy havd not t^tod Ht^fd onbugH 
and fhit th^iy 3?c« sbmehbv^ tp b'ame lof fenbubcicg thoi? 
»espbbs»bk*ajbs FamiJjO!> a^o oHon b»v»ded gvc* what pJar^^t^ m^i^o 

There almost et/O'v state which havo been *5wc»^:c<)^?v 

c*eaiod to S^j'p fam't^os w<rn out of >K)mc pJacej^C'<M Cenicfs ^o' iHo 
dev0*opmont4JJy d<sab>i^d ptov»do !h^^sc^c^v^cc5, as v*':^^' as bfU<?a^rj 
Mctim<j case rnanagemijni tor iho doycldpmeritaHy disab^i>d miuvf^ 
FflfT ?»05 nijed Support, guidance, and »hfb?m<jtjbn v^hon tho» 
cbhtempsatQ placement They r.fted to have sbmebne \?rfah»n v-^ 
services System sea^cHir^ lof ihem T^ey need to fc^nov-r tna: ?fio 
resibentiai af»aAgem&nt Jt^ey o'O choosing aHo^ds gfeato^t 
possjb^^t^cs gto>vtn a^^d 'e^c^t^^^^lat>on gnd isfotocis ?nc' rqHfs ot 
*e^dents ^ 

We* to^maot dtfro^^dmo caa* a^c becoming avai?ijt3?e f^ucH an 
g^otip horned w^A^ Motive oa^eht^. cchg?oga!e itwing 0/ sHaf^itj apaf?miint 
aftahgemwtg. ^o^w ca*e Homos, pmvcdjng srhalief i>catt« 
envi*bhfne^t^ wvri;ch i)/e rro-^ r>Of\-ie ?»Ke Famines shog^dl COf^fi'dO^ 
whether 5oc^« boavovj ^j^. ftjto ^O' the d<sabicd person. 0^ 
wbein^?' lfii?y m.gh? tM? »n ttw* !uU>?o Temporary placemen? cf *esp??<; 
ca*o may w a tH*)?ut'On lo* ^am:r.ifS ^^ho a'o unce*ia about but 
f^ijmo pJifKem^in! r;> tof l^D1■J^ v^rffvo aj'e onatj'e to 6t7?a'h »t fead'iy 
We hi>ve *:v«p*b*i!d io^{* iho >^ays agohc«05 and t^^j** programs ca« 
tam^'^s to berrer cob4> ^4<tH disab'idy Age^^ci^is can tind do p'ou^de 
' . .j?j5»y nf>^<deis s^fvfcer* to d»sab<od b«bpie and a'e »nc*oasing!v 
j«wo >'^ ;. * >m'.h*?rt p*ogfam pianr>fng a^'^ij ^o^^OW thfoogH 0? nomo ' 
Th/rtf j?ee I '^fd'^q tni'-^'^g oppoaunrt^e^ ^O' parents to i^oi ^ng^o^wed jn 



Leg^s^aiion mandates rHai par^^nts t>^ involved m educational program. 
CHanmng iot their vdungste'i'S- but lh»s pnncipte of parent invdlvemeh? 
applies lb other dpporturilfies iot pto^fam planrnirig for lervices outside 
of scHbbI Appeals procedures are now brdv«ded by all gcvernrhentat 
agencies, and rnarjy private agenet*?s uro adopting the^r own appeals 
processes Agencies can be irnportant parts of a family's neuvork ot 
C€r*«ces if used wisely 
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VII. AbVOGACV AND 
CONSUMiRiSM 



Some disabled people and their families may have neither the desire 
- nor the resources 'to become active advocates (broadly def ined as those 
who atterhpt to change the system to get what is heeded for disabled 
people as a group). It is useful. n(9r}ethe!ess. to begin to understand the; 
processes of cbhsurner advocacy, ir^ the event you do decide that the 
best approach to a particular prbbiem is ihrbagh working with others. 

ADVOCACY AND UNMiT I^IEEb 

° the initial step in any advoj:acy process js the recogrstion of a major 
and cbhtihuihg unmet heed. For some families. Uhmet heeds could 
ihcrude lack bf ihfbrmatibh, support, or training ih how to rhahage 
disablements Or. it could include lack bf trained people tb dtrecrly assist 
the family, such as by providing physical care fbr their disabled 
meTTtber. providing specialized uaining or teaching, or prbvidmg 
spetlalized equipment or assistive devices. 

Below are other pressing, unmet heed^ which are felt by many 
farhilies bf disabled people. 

• Nbn^English speaking families and bthers frorh ethnic rhihbrities are 
bften inadeQuateiy served and suffer greater bbstacles in gaining 
services. They may have difficulties incbrpbrating newlnfbrrhatibh 

and attitudes toward disability which the^ dominant cujture h^ 

recently adopted. They are often economicaliy disadvantaged, and 
hence rtibre stressed and survlval-orientsd than families that are 
freer to pursue their bther heeds. Bilingual vprunteers and staff are 
urgently needed tb translate written materials and tb interpret 
prbgrarns and verbal interactibns tb families. Agencies have a 
responsibility to make every possible accbmrhbdatibh tb serve 
disabled children, adults, and their families from all ethnic rhihbrity 
groups. . 

• Rural families sdrtietrmes need to go to greater lengtns for ; 
assiswhce. Ihfbrmatrbn and referral services may be harder to 
access. Highly specialized or technically sophisticated prbgrarns 
may be so far frbm nbme that they are TCb ' xpehsive *or rnbst 
farniiies tb affbrd when travel expenses are included. 

Citizen advocacy is urgently r^eeded in many minbrity aud rural 

communities to improve existing programs or to start new ones 

closer to home. Agencies which providejgeneric services could be 
urged tb add programs for ettsabled people. Elected officials are 



often supportive of community groups wishing to begin new 

programs, and can help them obtain grants for startnjp costs. 

Many rural and minority community needs are stilj considered to be 
high priority for governmental assistance. 

• Perhaps the greatest barrier to getting needed services is 
trahspbrtatibh. The availability bf a farhily car tb make Up for the 
lacR of accessible public trahspbrtatibh, cbbperative carpbblihg, 
and van transportation systerhs can spell the difference between 
cornpiete Indepehdeht iivlhg, endless chauffeurlng, or not using 
services at all: 

While advocates continue to pressure transportation districts to 
realize the dreani bf makihg all forms of public transportatidn accessible 
tb disabled users, much can be dbhe informally through hetwbrks. 
Sbrhe suggested steps are. 

. • Ask agencies serving disabled people in your community to he|p 
organize lists of available transporters and to coordinate carpooHng 
or borrowing of van's and buses for group or individual trips. 
Qualified drivers may also be needed. You may need to check into 
insurance f6gUlatibhs. 

• Identify all the agencies which db trahspbrt disabled pebple. 
Sometimes they will authorize use bf their vehicles when they are 
not in operation, took into agencies serving elderly pebple. Sbme 
will coordinate occasional trips or some will transport disabled 
people on a daily basis, taxis, jitneys, ar^d other forrns of private 
transportation may be able to give you special rates for daily trips. 
Sometimes public agencies subsidize the cost of transportation if 
there is hb bther rtieahs tb get their disabled clients to programs. 

• Call agencies which have ^blUhteer^prbgrarhs to see if ydU can 
start a transpbrtatibh prbgram. Church grbups bfteh have bUses br 
vans which could potentially be used. 

CiVIt RIGHTS AND COiMSUMER ACTiON 

Few really appreciate the rapid advances of the last decade in the 
legal arena. These advances have made real changes in people's lives, 
and have^ the pbtehtial bf ending discrimination against disabled people 
if diligently ooplied. 

In his statement of April 28, 1977, Secretary bf Health, EdUcatibh, 
and Welfare, Joseph Callfahb, Jr.^ said: 

Today I am Issuing a regulation, pursuant to Section^ ^^^_9^}^^_ 
Rehabilitation Act of 1973, that will open a new world of opportumty 
for rribre than thirty-five million handicapped Americans - the blind. 
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the deaf, persons confined to wheelchairs, the rrieritally ill or 
retarded, and those with other handicaps. 

The 504 Regulation attacks the discriminations, the derneaning 
practices, and the injustices that have afflicted the natiori's 
handicapped citizens. It reflects the recognition of the Congress that 
most handicapped persons can lead proud and productive lives, 
despite their disabilities. It wjll us^er in a hew era of equality for 
handicapped individuals in which unfair barriers to self-sufticiency 
and decent treatment will begin to fall before the force of the law. 

Those are stirring words; But the last few years have shown (witness 
the civil rights movement for women and ethnic minorities) that change 
occurs slowly. It is necessary to use civil rights jaws to challenge 
discrirhihatidh, and before laws are implemented and enforced the 
public needs to know what the laws will guarantee. 

The two rriost impbrtarit pieces of legislation with which .disabled 

persons and their farhilies heed to be familiar are Sectibhs 503 ahd 504 
of the Rehabilitation Act of 1973, and Public Law 94-142, the 
Education of All Handicapped Children Acv they not only provide the 
legal basis for access to programs and mandate progrim provisions, bat 
they* ehsure. that programs respond to the individual needs of disabled 
persbhs. 

Sectioh 504 states that: 

m . 

No otherwise qualified individual Ih the United States . . . shall, solely 
by reason of his handicap, be excluded from participation ih, be 
denied the benefits of; or be subjected to discrimination under any 
program or activity receiving Federal financial assistance. 



Section 504 regulations pertain to all goverhmental programs ahd 
agencies, including elementary and secondary schools, colleges, 
hospitals, and other health care providers. 

The term "hahdicajjped" includes people with such diseases or 
conditions as Speech, hearing, visual and drthdpedic Impairments; 
cerebral palsy; epilepsy; rriuscular dystrophy; rhultiple sclerdsis; cancer; 
diabetes; heart disease; rriehtal retardation; emotional iilhess; and 
"specific learning disabilities, such as perceptual ahd develbpmehtal 
aphasia. Physical or mental impairments do not constjtate a handicap, 
however, Unless they are severe enough to substantially limit one or 
more of the rhajdr life functidns. 

Beyond the brbact entitlement to freedom from discrimination, ''503" 
and "504" require gbvernmeht-fuhded ptdgrams to be physically 
accessible to disabled people ahd to have affirmative action plans. The 



regulations also require the developmenl of public transportation 
systems for those whose mobility is impe' ' These regulations are 
enforced by the Department of Heafth ant jman Services (formerly 

HEW). 

The basic provisions of Public Law 94-142 are that: 

• No handicapped child can be excluded frorn a public education 
because of disaibility 

• Every handicapped child is entitled to a free, appropriate, public 
educitidn, regardless of the nature or severity of handicap 

• Handicapped students rriust not be segregated in public schools but 
must be educated with hbhhahdicapped students to the maxirhUm 
extent appropriate to their heeds 

• Evaluation procedures must be improved to avoid the ihapprbprtate 
education that results from misclassification 

• Procedural safeguards rnust be established so parents and 

^ guardians can object to evaluation and placement decisions made 

regarding their children 

• State or Icrcal educatibh agencies rriust locate and ideritify unserved 
handicapped children. 

In most instances, school districts mast provide, at no cost to : 
families, transportation to and from edacationa[ programs; ^uch 
"related sen/Ices" as occupational, physical, and speech therapies; and 
a recreational or physical education progfai^ for each student. The [EP, 
or individualized education program, is the mechanism to ensure that all 
aspects of the child's educational program are being cdnsieiered and 
that goals and measurable objectives are established for the child. 

Parents are required to approve and sign the lEP for their child. If they 
do not agree:with any part of the plan, there are "due process" 
^ safeguards which enable the family and the^ school to arrive at the rnost 

desirable and feasible plan for the child. Among these due process 

safeguards are informal hearings, fair hearings (sometimes involving the 
local and state educational officials), and formal complaint procedures 
(used when educational practices or policies deny the rights of a child 
to the educational program rribst appropriate tb his or her needs). 

Despite these recent breakthrbughs in legislatibn^ which, require 
society to rethink Its bid beliefs, develop n^w attitudes, design 
programs which incorporate these new attiudes, and at times make \ 
substantial changes In the enviroriment, there are factors which inhibit 
the realization of these goals for disabled people: 
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CONSTRAINTS 

One of the majbr cbhstraihts is ighbrahce, or an inaccurate or 
ihcbmjjiete understanding of the legal rights of disabled people; The 
previous brief descrlptK)ris of Sections 503 and 504 and Public Law 
' 94-142 were not meant to include all the provisions of these acts, and 
there is much additional federal and state legislation which pertains tb 
civil rights and programs for disabled Individuals. It ^s very difficult for 
families to be really effective advocates if they are hbt well informed. 
Schobi districts are required tb ihfbrm parents of their "due process" 
rights and bf the mechanisms of appeal for disagreements about the 
child's educational placement and program. Disability law groups, such 
as the Western taw Genter for the Handicapped in Los Angeles, tho 
American Civil Liberties Union (ACLU), and other public legal agenci-s 
can help families and parent groups obtain legal informatibn. They may 
even provide free consultation to aid you in ybur advbcacy efforts. 

Fear of assertion, of reprisal against the disabled person, or bf being 
intimidated are alsb rtiajbr stumblihgrblbcks to meeting needs. It is 
particularly impbrtaht in these iristanees that families obtain outside 
help, either from a Rno\A^ledgeable advocate, another parent (or parent 
group), or a good friend who can offer support and guidance. 
Sometimes a person within the system, such as a health prbfessibrial br 
"ombudsman," can give good advice from the "inside" bn ways tb 
settle disputes. Make sure your resource persbh is khb>A/ledgeable and 
can offer constructive directibh. 

In a period of budgetary austerity such as v^e are presently 
experiehcihg, there are, financial constraints in implementing laws and 
programs which protect the civil rights of disabled persons. 
Unfortunately for disabled people, when financial cuts are made, not 
only are services cut or at least not increased, but^law enforcement 
begins to erode. For instance, the Department bf Trahspbrtatibri may 
now be weakening its cbrnmitrnerit tb enforce accessibility requirements 
^fbr public tfahspbrtatibh la "504" prbvisibh), arid most local transit 
districts will not vbluritarily iricur the extra expense of providing 
accessible buses for. their passengers. 

Some state Architectural Barriers Compliance Boards may weaken the 
enforcement of minimum requirements for the removal of architectural 
barriQrs in historical buildings. Sonne school districts are but of 
compliance with Public Law 94-142 regulations at pre$eht, aridjf 
rtioney is cut from these prbgrams, there is little hope that the^e 
districts will be able to fulfill their legal respbrisibilities to disabfed 
students in the near future. 

Whether families are active advocates and work with others in the 
system depends a grSat deal on their resources, skills, and needs. Some 
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famiiies are jso .burdened with day-to-day struggles that they have little 
time or energy left for political action. Others are ambivalent about 
chal[erigiri§ the adequacy of the services dh which they depend and are 
reluctant to "rock the boat." There may hot be an drgariized group to 
help prepare and train families to be effective advocates. Not all families 
of disabled people can be active pblLtically. But'knbwiedge bj new 
Bttftudes, rights, and power which disabled people and their families 
can exercise help to foster more responsible and vigilant consumer 
involvement. By being watchful regarding your family's needs and 
kridwiedgeable about the treatment and services to which you are 
Ugally entitled. ydU can dd rhUch td benefit the family without formally 
entering the political arena. (See the next section ph organizing ah 
advocacy group if you want to becdrrie more politically irivdived.) 

Famiiies who have successfully navigated the services system 'nay 
wish to volunteer on agency advisory boards or cdmrhittees to help 
services more fully meet the needs of families faced with disability^ 
Most prc^grams now require consumer participation (disabled people are 
cdhsidered "primary" cdnsumers; family members are termed 
"sQi;ohdary" cdhsurriers) arid families have been, are, and will be very 
influential in planning, settirig pdlicies, arid mdriitdrihg prdgranis which 
affect the lives of disabled people. 

Sorne areas \which need consumer involvement are: 

• Health, services 

• Mental health services 

• Cdltlmuhicatidn 

• Trarispdrtatidh arid travel 

• Hdusirig 

• Education 

• Architectural barriers 

• Child care - 

• Recreation 

• Legislation 

• Empldyment. 

You probably have firsthand kribwled^e In all df these areas thrdugh 
your family experience with disability Arid Jt is very difficult to think of 
any comrhunity in the country jri which ail of these heeds are 
adequately rnet for the disabled population and their families. 

Whejiever possihie, disahled people oaght to represent themsefves 
However, sometimes due to age. severe physical and mental 
limitatidns. fack of transporTation. or living out of the home, disabled 
cbrisumefs are unable to do so fully. It is incunibent on the family, then, 
whd kribws the disabled Individual best, td becdme advocates. 
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The heeds_bf the family as a whole, aside from cjisability, have to be 
considered. Greater attention needs to be given ^tb the education of the 
general public (which is uhfarhiliar with the daily living prbblerh^ of 
farniiies with disability). Though families can be heroic, they are still 
ordinary people who sorrtetimes struggle more than necessary to get 
help, support, and services. 



THE ADVOCACY GROUP 

Unless ah effective advocacy grbUp is already m bperatibh, rhariy 
farniiies get bbgged dbwh in trying tb brgahize a group bf the own. 
They may know 6f a few other families who are willing to wc k oh the 
issues, but they may not kn6\A/ how much interest can be .erated in 
their communities to work toward advocacy goals, nor w : means are 
available to help them organize, nor what to do after Issu s have beon 
identified. ' " 

Sbmetimes it is good to start small. The preliminary work of the 
grbup might be devbted tb investigating problems and issues, looking 
for support groups br interested pebple, soliciting help frbm advbcacy 
agencies, and using individual persuasion to atterhpt to solve prbblerhs. 

Corisumer advocacy groups ^an take many forms: A smajl parent 
group may come together to solve relatively simple problems in the 
school, or coajitlons of e:<lstjng consumer organizatidns may be 
established to change public anitudes, ^create lagisjation, alter service 
delivery Systems, br monitdr the implerrieritatibri bf legislatlbh. Fbr rhbre 
details bri advbca: nd Ibbbyihg, see Lobbying for the fttghis of 
Disabfed Persons lother book in the Emerging issues series. 

In additior>^ Franks Warren, In the excellent mohbgraph Planning for 
^cffcn, available through the United Cerebral Palsy Association, makes 
tN- following suggiestions to consumers who are attempting to develop 
an effective advocacy organization. 

• Meet regularly. 

• Ehcburage thbse with the greatest cdrhrhitmeht and the kflenest 
understanding bf the problem tb exercise their leadership ability. 

• Establish a means of regular communication between members. A 
welhwritten newsletter can instill enthusiasm, impart valuable 
information, enlighten the tnembership, encourage action, and 
provide a constant link with members who may not be able to 
attend all rneetings. Best of all. It is inexpensive. 

• Dbri't bite off more than you can chew. A prdbleiti solved well 
gives credibility tb your brgahizatibh and a sense bf 
accbmplishmerit tb members. 





• On the bther^hand, don't whittle yoar goals down to the point that 
they a^re wqrthjes^^ toward an ideal, and measure ydUr 

. accompjishments against it. 

• Don't give up in despair when members of ydUr_grbUp fall short of 
the commitment you think they ought to have. Remember that 
every member has a different level of commitment to the cause, 
deperiding on the circurnstarices of his or her iife. Rejoice in the 
participatlbh that you get, and move on. 

• Don't turn your organization into a vehicle for personal gratification 
or egb satisfaction: Give credit where credit is due, and dole out 
praise and encouragement In large quantities. 

• Once you have found your consumer element, idjMtified a cbmrnbri 
problem, and begun to meet, then it is tirrie tb assess your group's 
goals. Start >A^ith an ideal. Dbnl't be awed by the task ahead of you. 
Take it bne piece at a tirrie. Share respbhsibilities. 

• Exarriine existing approaches. It is likely that rwost of the things 
your group needs are^already being provided to others through 
ex|stlng systems from which your pepple are excluded. If such is 
the case, and if these systems are funded by tax money, there is 
no good reason why they cannot be altered tb serve vbur pebple as 
well. 

• Think long and hard befbre ybu decide tb establish a separate 
system tb meet your cbrisurners' needs while another parallel 
system is serving others but excluding ybu. Sometimes this hal to 
be done if your people would clearly be inadequately served and if 
their special needs would be lost in the larger system. The goal ' 
should be to get your group* 3 needs met in an appropriate fashion 
by existing agencies and systertis. 

• It is of the utmost img^ortance to gather all the irifbrmatibh you can 
before taking action. Study the alternatives and wbrk tb>A^ards 
solving ybur problem in the apprbpriate rriariner. 

• Use ybur brgahizatibri arid cbrrimunicatibn systems to inform your 
pebple about the pbssibilities. 

• Db riot hesitate to use the reqalrements of Sections 503 and 504 
to move organizations receiving federal funds toward serving ybUr 
need*. 

• Be sure your goals will meet the real needs of ybur consurlier 
group. Then go to wbrk! 

Advbcacy groups bught tb be as democratic as possible and allow all 
rrierribars tb cbntribute their thoughts and actioris tb the total effort. 
Group njerribers must be ^applied wjth accurate information upon which 
to make decisioris. Arid, make sore a structured format is used to 
ensure that the grbup keeps to the task at harid. 
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The "action planiiihg'/ model can guiOe groups who want to organize 
for action, develop coalitions, strengthen existing Organizations, develop 
and operate programs^ and advocate for r\e\N laws. TTks model consists 
of the following steps: 

0 

• Have your groap list [ts needs^ in o^rder of Jmportance.^ 

• Set basir: goals by translating the highest ranked need'statementlsj 
into goalls). 

•. peterrtlihe the objectives which must be met to attain your goal(s). 

• Determine rtrategies to rtieet each objective. 

• Identify responsibilities and decide who vfill carry but each of the 
strategies. 

• Establish tirne lines for specific actions. 

• Decide how tne action wil] be reported: 

• Decide how vou will monitor the success of your strategies: 

• Monitor and evaluate the success ' the strategies and develop 
hew strategies until your goals are achieved. 

There are sorne other, less formal means to effectively advbcatp for 
change: The possibll[tU;5 arejirnitless^ influencing policy makers, 
community leaders, and the general paB[ic to support yoar caose^Your' 
choice of approaches depends only on the ifwe, creativity, and energy 
of ydUr group. Some of these approaches are: 

• Focus media attention bh ybur cause by usipg an articulate 
spokesperson or feature story tb dramatize your heed in human 
terrns: (See How id Make friends and TnfTuence the Media, another 
book:in the Emerging issues^ series ] • 

• Write letters or send telegrams to elected officials who are in 
decision-making positions about your group's concern: 

• Write tb gbverhmehtal_regulatmg bodies or "watchdog" groups^ 
such as the American Cbalitibh of. Citizens with Disabilities, and 

\|nf6rrn them of your grbup's effbrts. Ask tb be put bh mailirig lists 
ot local and national advocacy agencies, or other agencies serving 
disabled persons (see the list at the end of this booklet). 

• Be available and prepared to testify ^t governmental hearing^, 
related to the Issues you have identified..* \ 

• Demdnstrate your grt5Up's grievance in public, if necessary. 

• Jbih with agencies and groups who support your common issues.- 
Coalitions can be very potent if well organized. 

Socc^ssful advocacy can benefit not only the general services system 
bat also indiyldaals' ov\^ feelings of being effective and having an 
Impact pn their environments. SQCcessfo|'^^6cacy efforts are based 



upon l^e recbghjtibri^ certain rights and Sjs you^r group's wiHin 
to Insist on societal acceptance of those riflhts which rnakes their 
parsait possible. 



Viii. THROUGH A MURkV 
CRYSTAt BAtL 



This decade will, present hew cHellenges for disabled peop-e and theif 
: f8mi4ieJ5 Wrtb the threat of sHrinking gbvernmerual support ?of existing 
programs, rt rrtd? well be that fewer hew prbgrarns wiH be developed, 
with the exception of independent Jiving f rograms wh»ch are already 
beLhg planned iri' many parts of the couniry. 

The erhphasis will more liRely bo on strengthening existing programs, 
offenhg new vbluntarv seh^ices. Jtipnitoring e;<»siif^ services, arid 
enforcit^ Civil rights legislatibh. The scarcrtv and expense of enirgv 
resources will rriake it even rhdre irhpbrtaht to develop sccessibie mass 
transit syaterDs and accessible pu^biic^facilrtios^CparkS; restaurants, 
office buildings* schools! throoghbot S^e cbrnr^on^tv^ 

Ethnic mihorrty popuiatibns are increasing in rrrost cities, and 
prbgrartts rhust be developed to meet their n^ds; The numbers of 
eldeHy people (bver sixty -five) are growing steadily and projec^ted to 
increase at ah average of half a mrfllbh a year. Higher fce rates are 
expected to cbntSnae, wrth family stress Sidlhe lack of family support 
services contributing greatly to ihwe breakdowns 

More mothers wifl join the woirk force as increased incomejs needed 
to maintain an adequate standard of living The need for good chjld ca/e 
^ programs will continue to increase, Affordable Housif^g wHl continue to 
* be scarce as hew cbhstruirtibh cannot ^p up with demand. 

These projected social trends w»t greatly affect the ^miMes of 
dtsabled people. Bxn by anticipating and plahrtihg fpr the future, we. can 
more accurately pjnpbintthe is^^ which n^d to be addressed how. 
and help to prevent sudden 9ver^t| from ^ihg catastrbphrc. Farh^fy 
strfngth. indMdual maturity, good support systems, adaqoate 
ihfbrmatibn* and responsibte citizen involvement will be needed more 
• ther^ evf f if we are to achjeve the goals which vs^^re tha promise of the 
last decade ca?* achieve thesi goa^s. rogmhwf 
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IX, FURTHifr READING AND 
RESOURCES 



tKpamdo Home t^aH^ ^ be varoebid roiioarc^s ib use m farTttiy 
li^otitom solving and m provic^ the most t^sK;mi mfmnavfcn m 
<fiiid)i(tty aids, i^y^jprnwt w^ocxf . pfoyeams, aiHl servicen 
iyggest vchi ;:^^ade f cRiowrng bBM^c mateiia^fi vou' ifbf dN'M 



fMocmf^ WwictH)^ Bichmondj Now H6H>ingef P^biWatfOns, 
T>i^ book offers d02eii« of uwfoi 

aU i^med towsn) stTna-fTwtastement mnf letajiAtKKi; The 
^ atiertivefieia triiinifig stifc^tt^^^ is pafi^(afty appl^cab^ foi' 
V • diiaibled people and thiU fami^. 

Sbki^iion. Rc^dert D^bXty and f^iiMbitiW^^ HafHfliook fv^w 
Yd*: McSfaw-HJH Boofc Co,. 1978. 



thtebwjJt provides a wmpfebenaiye ^ readable goWm«f>e 
mfom>ation on every fnajor cati^g^. o^isabiif^, as wet! as 
!!eci^8 on the role of t*w f amify* ^/tous rehabtirimive servicos 
f^ i^e^Fmi% shrpygHout tlw coontsi^. atHJ 0HBmpm of Hovw 
* fif^ft* hirv^e <a Have i>bt coped with dliebiiity 
Hafe. Gloria, ed A Soijrt^ BooM^ot Ifw DissW^il^ He^yo^^ G^ORtw?? 
and Duofap^1979 

Th>5 15 a fm>st useful ar>d cofnofeheroive guide to equipmerri. 
hon>e and pefsbfvai adapfaiions and aids^ te^sttte and recreaiion 
and indtependmn Jiving U is a mt^si lor the famuy whH a ohys^ra^ty 
d»saliW ni^m^ 
Powen P W . Dtf^f . eds /^ofi? oi' fa^y^^/y rn ihe 

' SeHabifrjamn of ffw Pfn^cmy Dfssl>f&a B^Himcfo Unlvo^Sirv Paffc 
Press. 1980. 

THis ts a paperback cdHectkKi of '<?adinQs about Hby^ farnrifes 
invohred »n help ng the>r disabled members 
Satit. \i^ifginia fl^pp^s TiBkfng Paib Atto Science and Bena^io? Soo^s. 



BOOKS 





fnc 1972 



Th»s booJt oHe?«^ a down lo eai^n, posft^vij app^^oacH «o'cHiid 
fea*?ng and fom^iy re!aii>onsii(p5 Concrete etempies ancj 
sii^geitHHis a?*:' given lo enhance seH worth and co'f*^'nuorcdl»o^^s 



No*v.Vof^, Ma/)p<?f and Ro^v; ^960 

^ THe EVccptior 1i Potent 
PO Bo* 4S * 

U^nc^WiJ^iH 03jG8 

This nf>agi»)«mrp#b»ido^ a wcaHn of piocH't^ info*n>ot»c^ !d - 

t 'QDmrd^cn^^ dn<j theif attivfii^s. ond pN' Knts fam'Ty tssuos and 

tof th^ Ots^b^ • 56 j>of copy ^o^ d»aabioc5,indiv»du ''^J Wnte 

4S02 MstyjanQ Ave 
S? loui^. MO 63108 

Tt>e dMefte »ji putelishiHS o^^co a ^gij^ b» .^^^^ siaH a<m 
i?^ ;«6 rc^fi, 1o rofcn, and 10 dtgnify \h<< di5ab?«d ififOogHoai 
^^a'«d ' L bHAf^ 6«ct}J^5<^!^^in(of^^^^ ar>d nJcoiy wmton 

' : i>ooH5.ifof di^b^cd persons 

BOOKS m mi. mt otsAstUtY 

teas ny>d G&toff. JJhte S€mob^ Rrgnr^ anc ^sponsiWOffM^o^ i^^ 
^^mr/^;iff ft^i&fi^^ f»om Modoird Bas-s. 216 Efenn Rb»d* 

Ajrdrr-;j?e. PA 1^3. ^976 

e^»ifeti»a"j^. Sb^>:$; e^;fnei»os, B6bt&: Dan«eJs. Sasan; ^^okas. £ia*no 

S^^^f^e^ tofpissM^ Pwpfe. Comptii^ itjy ibo Sojr and DiSab'^jty 
tfHyft^t, GfKHgcr Washifgjt^n UtiivefS^ty WasH<?tgto?i, DC. iS79> 
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€di(}6n« Scl Senu9}B^^ fOf the PeoDle v^ho Happen to m 
, H^nOtcspped Syracuse Human Pbircy Press _ 
HwfingB^ Scheiienj and Verkuyi, A Nor Made of Stone The Sekual 
Ptobf^m of Har^Jkappep Peopte AyailaWe Jrom Gharies E 
Thomas, Pubiisher, Sptmgfii>«d. )L aod Woodhtad Feolkne^ ttd : 
C«ml)Hdge. Eiiglaf^ _ _ , 

McRa^. Kemptpn, and Stiggall. ^/i £bsy Cutde m tpmg Caretutty 

Available frdfi) Ptanr^^ 1291 OsRfand 

&^d c. Walritrt ereeit. J^A JWBge. 
' Moofiey. Cola, and GhJIsTen. SeMw^t Options for Pan^tegks and 

Quadr^riegics. B<Witon titlie. Brown* and Go . 1976 
Mulii Madia Ftesoufca Cemei, 1 625 Frankiin Sttaet. San f fancisco. 6 A 
WIOS^ Tt^ Smufom Whtmt&t: Semal Adjmtment for the Sptnat 
. XSoid rt^jured 

Tagg^ iindl Maf>iev. Scott 4 Handl>6ok on Sefcamy After Sprnai Cord 
Injwy, 1978 

Public AHaif^ PaifipH 

Oldicrnah^ liying rrmpendem imng rttevv Goa/ ft?*^ O^satt&d Persons 

\ mp. S22h _ _ _ , 

©gg, Efixabeth. Re<reatiotT^ for Disabfed f^sohs CNd S71) 

koMfief^ Frances A, Jobs for i^aridfcapped Persons. A New £ra of OvU 

^/ira JRo 5571 ' 
Ayrauit, Evetyn J^esi fietptng the Handi<:apped Teenager Mature 

kSo 504}! ' c 

AJi 0' jJie above pa/nptiieis B»e easy reading ar^d higW 

THi^ 8/e avaiSaWe thfough^ f^f*? • 

Avi. Mew Vw<t, NY lOOtBc Single pampWefs are 5,50 each 



fo Gel food and Money - f^aop^* Guide to Wettare and Other 
Sef^&Jn iosAhgofi^ County, publisHed by the Hunger ^ 
.0?]^ijing Tearn. 6539 W. Pico Blvd^. tcs AhgoJes. GA 90010. At 
$.2S per cf^y. thisjs a great gaWe^o 

^isertiryeness for ronsDnners of welfare services Ji Is tailored for 
ii^ Angles Coumy but is appticable to other parts of t}f^€ nation 
_ ft ayaUaWe »n Engiig^i and Sp&nish. 

Cbtisutm^ Sorviyaf fQt ^ publjsHed by the Mmy^md Center im Pubhc 
ErbJdcastihg * WHti tPi Maryland Center for Public Br^ddcasfihg, 
pwjngs MiUs, MD 21117 _ 
^i^qtiest BodSlet #520 * Sand^cap/^: New Services, Ptdducts arid 
iaii^ ThH> is puWished^ylhe Ma^^^ Center for Pub|ic 
Ikoadcasting to Kconriparfy tts Cdr^ 
seiieSc It tx>wm such broad-ba|i^ i^ues as disability rights. 
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dff if mauve actibn, clbihing seleciibn, new prbrlacis for disabled 
people, and handling parentystodent and school conflicts 



The foHovvmg booklets published by the Insiiiute for Infofmation 
Studies are dyaiiable thrpugh the National Rehabilitatidn 
Irifdrmatibn Center (NSRICJ, 8th and VamurH SfreeAs. NL Calholic 
Univefsity of America. Washingsbh, DC 20064. (202) 635 5826. 

/Vew iffe Options: independent Living and You (Cb-prodaced with the 
Institote for Rehabiistaficn and Research j Th|S booklet explores the 
new options now mmHbie to disabled individuais who seek an 
independent lifes^yle^ o ' !heir own making. The booklet includes a 
section oh soifffk technicai assistance arid fihahcia) support for 
. iridepehdeht livir pfograms. 

Making Fnends and W^^taenctng the Media. This manual fbr cbhsurner 
brgeniiationr^ ^>n(i advocacy 9'bups focuses on how to mfluence 
the portfayat c< dt?Hfc:«?d peo;o^" in the mass media It takc*^ a 
practical *'hc jV'tC'do r?" ^p'r^ oBCh and provides ?rr5pie3 press 
releases, t fjihftj^ ?^ ^: ;: ^ 

LobHyThg for tho VfSS0'^;-d People: Views from thf^ "fiV 

Irorn ilie Grass ^v; c f Th s ddi:urneht provides disnlifed peop^** 
with basic ihVaiir Vv ort on how to effectively i'^^ajehce lepts'avc fs. 
gbvernmeini pb » make^>. program v;dministi<>*o/s pu»?t^cal 
parties, isnd similar organiratibns .^n issues f^?i^^nq to thii well 
being of Jiancf^capped popub::ion: 

finmcW Resoii^^^^^ Tn *^ Uorurrjont m\\ assist 

disabled individuals in obtaining th;; c^ish benefir^ r^nd other 
/monetary resources if^^ov' need to nleet theif b^SfC ^ivihg needs and 
prepare themselves vbca: bhaiiy 

learning to live with Dis¥bMy: A Guidebook Tor FafnWes. This 
dbcarTie«^t» designed &^ a self-help rnanual (br families with 
disabled memb»f5: 5e< '^e& to increase awareness regarding the 
roies^^nd needs of families effected by disabilities; 

Htring and St^ervistng Personal Service Provitters: A tSuifde. This 
publicalipn aids irs recruiting, selecting^ supervising, and 
terminating pdrsoha) employees; and helps disablid employers and 
their atteridahts. iriterpreters. readers, and drivers to establish 
^A'hblesbrne. effective, and rewarding Interpersbnai reiatibnships. 

CiePftRtMENt OF HHS PUSUeAtldNS AND OTHER NEWSt£ttERS 

A wealth of free iiterature is available from the government throUgh 
Hi special branches, the OlFfice for Civil Rights, Washirigton. DC 
20201« publishes free brochures on disability iegisiatidn. 

Publicatibhs of the NatibHai IhstitutS of Mental Health ire available by 
wrttirtg to the Public triquines Section. BBW Fishers Lane, Rbekvilie, 
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MP 20857, Over 200 separate publications are available (jimit of teji 
publications per requester) . English and Spaniih editions are avaiiable. 
and ail bbbklets are free. 

For answers to specific questions about alcohbl use and drug abuse, 
write to: 

The National Clearinghouse for Aicbhbl IhfbrmaiSbn 

PABpx23A5_ 

RbckviJIe. MO 20857 

or 

The National Cjeartnghouse for Drug Abuse Inforrriatidn 

P.O. Box 416 

Kehsihgtdn, MO 20795- 

nandfc^&d Afhw published by the Rehabiiitation Services 

Adminisiratibn, may be obtained by writing rr 

HmdtGBj^dAme^^^t News 

200 independence Ave., 3W 

Washington. DC 20201. 

Word from WasMrjgton, published jointly by United Cerebral Palsy 
Asspciatibhs, Inc., Epilepsy Fbuhdatibh of Arnerica, and the Nation ' 
Society for Autistic Children, foijows and reports bn^alMegis|^^^^ 
policy i^ues relevant to disabled people, 17)^^^ monthly nevvsletter 
of interest to advocacy groups and programs is available from: 

United Cerebral Paisy Associations, inc 

Suite 141, Chester Anhur Bldg. 

425 Eye St., _NW_ 

Washihgroh, OC 20001 

Cfoser Look published by jhe Pa^ems* Carnpaigh lor Handicapped 
CHitdren and ybuth^|s anoafsiand^g newsletter which keeps its 
readers uptodate on progranro^ advocacy Information^ 

gbvemmentai activit as, and funding sources. It can be obtained free by 
writing: ' 

Cigser Look ^ 

P.p. Box 1492 

Washington, DC 20013 
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X. NATIONAL RESOURQES 

DiSABItlTY FOUNDATI0NS 

Arthritis Foundation 
3400 Peachtree Hd.. ME 
Atlanta. GA 30326 
(464) 266-0795 

Voiuntary Ofginizatibn that supports research with seventy-three 
chapters, some ottering medJca} equipment oh loan; distributes a free 
newsletter. 

Muscular Dystrophy Association. Inc. - 
816 Seventh Ave. 
New York, NY 10919 
(212J 586-0868 

Promotes research, provides diagnostjic core and orthopedic devices 
thfougH local chapters; publishes pamphlets concernirig muscu^^^ 
^ :ty* ^^f^s Md hiUirpmuscular disorders; distributes TiPS, a quarterly 
r^iw«^ettj.» itrtJ MDA News, a newsletter, at no charge. 

Naticnai l^mpataiiori Fdundatibh ' 
1245 156th St. 
Whitlow., NY 11367 

{21 r 7e;7.os96 

Provides services aiirled it ihtegrating amputees into the cbrnmar^ity; 
offers Informatfon on adaptation to artificial limbs; jjublishes a 
newsietter the AMP Iten mbrithly Issues for $3.00). 

f^yat^iBi iaster Seal Society for Crippled Children and Adults 
2023 W. Ogden Ave. 
ehfcaQb.lL 60612 

(312J 243^8400 

eton«rned »*>otrt all physical handicaps and comifiunlcBtlon disordore;. 
offers treattnen: eSucatibh^ end rMsarch, Compffhensive range of 
publications iwifjding s m^ai^faTi^^^tB Wti prpfessipnals, 
tmamhMtktn tnsrsiare, puUi^hed ten times a year for $15.00. 
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Tha National Fouhdal^dh/March of Dimes 
Public Education Oepartmeht 
Box 20^ 

WhHa Plains, NY 10662 
(914) 428-71 00 

Providls information on birth defects and Information on income 
fiiaintehahci and as^ilable financial services. 

National Kidney Fbundatibn 
;116E, 27giSt. • 
New York. H)^ 10016 
(212) 889-2210 



Because so many heuromuscuiar diseases and spinal cord injuries 
affMt ihe.excretbry system, the National Rtdney Fdundatipn is included 
In tii6 list. Founded Jby parents, this drgahizatibh has fifty*fdur affiliates: 
wfvicm are prirnaiily publlcaiHbhs and^ referrals to financial aid and 
medial services; Kf Newshtter is fr^. 

Nitkmal MlittSpie Sclerosis SocN^ 

lOB E. «and St. 

New York, NY 10010 

mm 632 3080 

r 

A voluntary &3$\^c«at^pn that funds research and eliucatibh about 
murupie s^oroav^; i >'3 local ch^^rs provide d^fe bb 
equipment to^s 5e< |>:>rients, IHi^shes a qoarterJ? newslett^ M S, 
RUc^MngW v^icl> i% f^oS to patients, $5.00 to others. 

>v,£tS;"^^j ?^tr,'-^)<«t"qi5 F'oundatibh ~ 
333 N. Mfchiaan Ave > 
ehicago. lb 60601 ^ 
(312) 3464779 

A voiunidfY consumer organization with lsfty«three Jpc^ chapters^ w?!! 
refer to best icqrces of care; publishes literature on paraplegia: gives 
ihrbrmatibh oh devices, equlprnent, persoHal gare for paraplegics; ttie 
iS.OO cost of ttie magazine l^raplegfO life pays for membership. 
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Pars^tyzQCi Veterans of Americs 
7315 WtfCOfisin Ave- ^ 

Suite 3pOW 

BetHesda^MO 20014 
(301) 652-2135 

An advocacy organization for information 

pamphlet on barrier-free design and housing; directly assists disabled 
veterans \n gaining housing, hcspitai rights, vocational rehabiiitatfon. 
employment; has thirty chapters._Pubiishes l^rstQlegm News monthly 
for $4.50 a year< O^dir from: 935 Coastline Or. Seal Saach. CA 
90740. • 

Scoliosis Research Society 
pian^ County Medical Center 
101 S. Warichefter . 
Orahp,_CA 92668 
1714) 634 6739 

A pfbfessibr^ai research society; will send ScoVoiis, A Handbook for 
Patents; Scofiios^ . . . ^at's That^: ar^d a bibliography on lequdsi 

Spina. Bifida Asisociatjqn of ArneHcb 
343 S* Dearborn St,, Rm 319 
Chicago. 1160604 
{312) 6630562 

A pi nt nemqric of 16© chapt^^ comes with a 

subsc ^iion to tfie magazine. Pipeiina, for $6 00 a year 

Unitid Cerebfef Palsy AsK^ciation, 1nc> 
66 E. 34th St. ^ 
New rm, NV 10016 
f212r88S-6655 

A ydktfi^ry brgOT[zatibn wltti 3^[ocal affiliates; supports research 
and diMfbutea information; locai chapters provide a variety of services 
ihcliKiling pftschoois, upeech tfYerapy^ pereonal counseling. A free 
epilaiiytin6wiletter, Wofdfwm Wisishtjsp^ri, pubiished by Uri^ed 
Ceretual Palsv Gdverhmehta) Activities Office, Chester Arthur ildg.. 
Suite 141. 425 Eye St.. NW\ Washington. DC 20001. 

to 
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United Ostomy Association. Inc^ 
1111 Wljshire Svd, 
Lc»_Atgeiis._CA 90017 

1213) 481-2811 ox (213) 481 0628 > 

* Organization for lay people: 400 local chapters; does nm answer 
mediM[questi equipment; offers ihfbnnatibh 

reganma proper ostomy c^'re and rehabiiitatl6n; has fnsdrahce pl^ 
^immbars; publishes a magazine Ostomy QmrteHy for members c ' ^ocai 
chaptefs. 

SOURCES OF SPECIAL INFORMAfldN AND SERVICES 

Accent on Ihformatibh (ADD 
eillam Rd. & High Dr. 
P d. Bdx 700 
Kwmington, IL 61701 

<309) 378 4213 , ' 

For a $6.00 service charge AOI will research any subject pertainfrig to 
physical hahdic^^ auch as prcKlucts, cal$ers. le^slation; publishes 
c^tsamer qoarteriy periodical, Accent on Uyihg^ with ihfbrrnatjbh bh 
aids, services, and day-to-day m^s for $3.50 per year. 

Childrefi in Hpspttais. Inc^ 

31 Wlshire Park 

Needham. MA 02192 

Provides ihfbrrnatibn fo? parents and prbfessibhils about needs of 
dhildren and parents when either is hb^ jitalized^ book list frbm Susan 
Lefner. 52S towell St., tynnfieid, MA 01940< 

Anwican Automobtia Association 
8111 Gatehouse Rd«_ 
Falls Churchy VA 22042 
(703i AAA-6345 ^ 

Pabiishes information on such subjects as driver training services, 
special equipmentr and uanspbrtatSbn facitrtie&c 
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Haman Resources Center (ail physical hahdicaps) 
5.U. Wiliets Rd. \ 
Albertson^ MY 1 1 507 ^ V 
J516) 747 5400 

Provides v;;icatlona! trainihg arid rehabilitairon for handicapped 
persbrts: infbrrnatibn to employers; direct servrcos and snfbrfriatrbn 
internatibnaiiy. 

instrtute on Attitudinal tegal and leisure Barriers 
Regional RehdbiiitajiOh RjisearcH Institute 
1828 L St.. NW. Suite 704 

The George Washington University - 
Washingtbn, DC 2D052 
. (202» 676 6377 

Publishes free penodtcaL Search, six tirnes a year; mapr prbjecis: 
attitudiriai barrier removal. seJc and d^abifitv* employment righis 

Natibriat Council For Hbhiemalter Health Aide Services 

67 Irving Pi 

Nev? York. NY VQQQS 

mi) 6 74 4990 



Refers to local chapters with serv^c^s that make n possibif. for people 
with handicapping conditions to live in their homes: ^Mi research local 
aide services t^r develdpmehtally disabled people 

Sisfer Kenny Institute 

Abtot* Northwestern Hospital . 
Chicago at 27th St. 
Mirineappltji. MN 55407 
161 2J 874^4400 ' 

Rehabilitatibn center for persons with muicuiosl(elet<l)^ or neurological 
disabitities artd cbmrtidhlcatibh disbrdeirs: publishes books and 
paitiphjets ort care of hah including ihfbrmatibh oh 

speech probiems, bed care, stroke. 
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OBQANIZATldNS WITH DIRECT SERVICE? 

m PUBucATkms about clothing , 

Amptitee Shoe and Glove Exchange 
lllSbMigford 

College Station, TX 77840 ' 
(713) 845-4016 

A free service; provides for exchanges between rdhsurtiers; maintains 
8 registry with infbrrhatiqn on ages and sizes. 

clothing Research and Deveioprnent Foandatipn, lnc« 
1 Rockefeiier Ptaza. Saita -1912 
N(W York, NY 10020 
(212) 765^0750 

Distributes a bibliography oh clothing for disabled people. 

Home Iconomics Extension Service 
Sooth SQiiding . 
bepartment of Aghcuiture 
W*?Hmjaton, DC 20250 

mi) 447 3743 * , ^ 

Lbedl units teach food preparatibr>, horn® management skills, and 
sewing to disabled people: distribute pubiicatiohs. « 

# 

'The Ruth nabm Feidman National Odd Shoe Exchar^ge 



1415 Ocean From \^ ^ 

Santa Mpnlci. CA 90401 
(213) 394-8746 

Anhdal membership of $5.00 required to register gri the exchange; 
matches people of similar r^eeds, taste, ages v 

AOVO(^eY/tNFORMATIdN 

/Ufwican Coaiftion of Citizens with bissbilities * 
1346_^nnecticat Ave , NW 

Rii>* 308 4 

Washington. DC 20036 
(292) 785^265 

!► 

SpeakB out on a range of problems from housing and transportatioh 



72 



members may be organizations ($100 a year) or Individuals ($5); 
monthly paper, ^CC0 >4cf/Dn, is distributed to members; quarterly 
newsletter - The Coatition tree on request to fiohmembers. 

. American Asspciatibh for the Advancerrient of 

Science — Project on thr Handicapped in Science 
1776 Massachusetts Ave:, NW 
Washington, 66 20036 
(^02) 467-4497 

EhcduraK^'. , i <ii«riation of education and career barriers to disabled 
science stucen :s and disabled scientists: offers career cbuhseling to 
students; provides ihfbrrriatibh oh financial aid to disabled students; 

Closer Look - A Project of the Parents' eampalgn 

for Handicapped Children and YoutFi 
Box 1492 
. Washington, DC 20013 
1202) 833-4160 

Nonprofit service brgar^i:9tion of parents dedicated to working for the 
right of handicapped indiv/kiuais to full participation in the mainstream 
of society. Produces many pubiicaiions. Can tei! you about your child's 
right to education tender federal and state law and about other rights to 
et^uaropportunity. from early childhood to aduithood. 

V 

- _ _ ____ ' ' *" 

i Disabled American War Veterans 

National Headquarters 

P.0. Box 1403 4 - 

eincinnatt, OH 45214 

.^I'omotes the welf^ire of service-cohhected veterans and publishes 
DA V, a tidnthly magazine. 

Disabled Rights Center' 
1346 Connecticut Ave., NW 
Suite 1 124 

Washington* DC 20036 

(2021 223-3304 ' 

^bmptes emplpyrtieht rights: publishes Cohsumer Warranty Law arid 
Your ftigtits and How to Enforce Them: A Guide for Users of Medical 
Devices, $2.00. " \ u — 
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Human Resources Centar 
WilletsRS. 

Albertsoh, NY 11507 ' ^ 

This private nbhprofit brgahizatibn provides vocational and 
educatjorial training for severely disabled children and adults and 
conducts research, evaluation, 8r>d training programs: Ser^ for 
pubticatidrt list. 

The Ubrary of Congress 

Division fbr t|ie Blind and' Physicallv Handicapped 
Washington, DC 20542 

Provides a variety of free library services, through 140 cboperating 
librariGa, for blind and physically disabled people. 

Mjinstroam, inc. 
1200 15th St._NW___ 
Wa^ir^lton, DC 20005 
1202)833-1139 

Sdqnseis consumers, business, government. ar.U school sysiems on 
barrier removal affirmati'^e action, and attitude change; publishes me 
Maimn0aw bimonthiy. at no charge,^ 

^ Natibhal Assdciat^bn of the 

Physjceliy Hahdfcapped 
5810 Terrace Rd., SE 
Waihirigtori, iC 20020 

Membersh p is j^(«^n to anyone vvlth a physical disability who WfH join 
forces to fight to eiiminate barriers and solve problems commoni to aH 
c9t£tiihled oe&pie. 

Nat'Ohat C ii^gress of Orgahizatibhs of the Physically Handicapped, inc. 
81^ 30ih St. 
Arlingtoru VA 22207 

this strong lobbying group promotes empluyment, education, equ^i 
r^hta* and rehabilrtation of people vvtth physical disabilities, as well hs 
iegisiation and social integration. Publishes the COflH Buftetih. 



Washington/ C€ 20006 ^ 

PdcilHateii conwtfL^ication bew^w professionals worfting vviiti ' 
disabled {^^ora. Membi^hip is to ivefvbne cohcarimKJ wrtti the 
* problems c6p>m6n to all disabted people. P\jbHshe<s bimdntHly fi/fiA 
Newsiefier, a quar^rty fegisl^tidn newsleHer. a fhagaxtne. We JoumaJ 
of ^^Mfi¥fkm. and many parnpfijets 

Deyeloprriem^i 0\^t)Mm Ortice ^ ' 
Office i>f Humo?\ Oev^^prnefii Services 
Department of Healtti and Hurhan Services 
330£St., SW 



This agency coordinates proflrarro provi^^ 
Devetopmentally Disabled Assistance and Biii of Rsghts/nct. a isvv to 
^p people ^ith cerebral palsy< epilepsy. aut?sm. and^bitier diiabiiit^es 
deHf>ed as deveibP'tiehtal which redUire spectae seivr^es and 
provisions' 

Office for Handicapped jridiv^doajs 
Department of Education 
400 Marytand Ave SW 
Rm. 3106. Switrer Building 
Washir^gtrKi. DC 20202 
(502) 245 0080 

A coordinating ^nd adwoca^ unit which rt^ns a clearing ^ 
dBSseminate information to indMdaais ar>d b?flanixatioris on all rnatters 
penaining to ttHi'/hand^aapped^c^^ OHj ^ii answer questions on 

the ft^tvy led^ai programs fe^ 

tnd^/iduais to thfr ^ir(H)Hate federal or pHvate otgdnizationc tne Office 
^for Handicapped ^ndw^diials is represented m the ter^ regidna* 
Department bl Educatibh offices thrbiigKbui the cburiify 

Pne^dent's eommrttee on impio^nnent of the Handicapped ^ 
1111 26(h St^. NW 
Waihmgton, DC 20036 



Esta&lisfied ih the rnRi 1^408. thts agency put>!isKes many usc^fut 
bbbWeta mvi ieafRrts. Wile for tJieir publicatSdn list. 



^ Washington; DC 55201 




-/ 



V 



V 



ERIC 



^- ^ ■ 75 

I 

The IntefnatPOTisi S>c fof iReH^:^sii!«>!^d^ of (he Ossatyi^ 
432 Part *ve S . 

A fw^vemrnenis^ Jed^ratKjn pf noi>6n3S a^gaoK^ations^ agencies, 
and^rn^^ mo^u iSan sjKtv cburity>^ i»h*ch are involved m oroBtenis 

20 40th St 

Naw YoifcV NY 10018 

Irttamat^ohi^* Men^bmNp jndudes annoiai subscnpiHjns to 
n^f^^fion Wofti at^ mmmmmt fiehBbmsmn nem^ 

ORQAliiZAflOflS FOR PSOPU WITH VISUAL SM^AIRMENTS 

T!>» Aiiink^^^ Cooncii bf fH« Blind 
12n e^necticcri Ave 
Soita 506 

Ww*iqjton. be 20036 m 
1202) 833 1251 

A^rhemtKKsHip brgant^atKTn devoted to impfbi^r^ bducarjOfxSi/ 
r^^lJp^atido. and empicyment dopdrtuniiies fdc &\f^ people, WeW as 
^cre^^ pobilc tinde<fS(andjng d< iheif proems an6 ca^biht^i Vtt 
mmri»m» most dl ^^orn aie ^i^odHr ^^pa^tad. mke an active part if> 
(agMatioo and coort asm involves The righta ar<a -"^-mt o/ persons 
wtth vfsyal io«i. The Council otfats frw infofmailo j fe^bUiHOT a 
ftae. bifmKtihSv pp>odii:ai^ Tfm B^wtSe Forum, avaiiai 6Ma»l^e* Idfge 
type. dtsc. and If pa editions Subwipvion reduasts ehdujd W 
addra^iad lo: 190 Lanimdre Rd . Rdcht^rer NY 14620 

Airwican Fdondaiibo fb? ih^ Bi»nd 

i| W I6ih St 

New Yofit, NY icon 

1212) 924^0420 

A nbojMcnt brflh§nif?aj»w that supports ras^arch cbncefi^^ng visual 
^vm oHats ihfbfrnat>db and pubi<at>b^s ava^labla in JSmM. tvpe, 
md ra^^3^i;.«)^Jf blii>djndrt^idaals^"g>b 
^ ?a office at 1660 1 St ^NW.Wafihiinitoo^ 

go 




EKLC 



^^^^ T-a-i^^fmi "Aw».i 



' ^r:^'/^. V-j ?^ v';^• 
f^^^V^ -^^^t^ O^rr, ^.^r?<v;;..^ SOj: 



omtmiAiKms for oiAf m Himk'i mpkmo Ptnsms 

ttY and Ofdi 1.50?> 35? 522G 

o^rm^'^iie W^th spwcH ^ fr* rn^n and >i omen ^ho vve?e ^'^t'^ 
t^oioi^ N^S^i Jdis C3' wHo iHiC^fTKi Mice RHJrnjng jo spc^sc 



A-TVB^^-^*?^ ^^uniSfHi Aft«U<tri^ ,^- 
PO Bo* ?2&5 



30 R Sf . NW. Sone ec<; 
W*n^ ^^gtc^ DC ^C^S 

tr<c>l5^^*>^ T<5^J ftff^f r<*^inog Hoiif> iS&Q* 4?^ B5?6' 

d*^f^»'^} « d'^o a'»?!«?<Hi 5':^^ ■ 

t*-,vn-r4j ■i>^^Mi-;>t:-"' ^Atn^m^^?;?'^) r'0-3*<^">'. 'wf D':."/?! . 
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Matjo^^ai Assoc»aj«of> of Ftva'j'^g mc Speech Agonoo^ 
9l^^1Sth St m 
WasHifHiton: c<l 2^^: 



Stf^*:^ Sp^r.g, Mb 209ja 

TTv j.?d cm ?30n 58^ t 78B 

3^n:^gjjftd fingef sooJitOQ A m&]0' cor hf 'i ?0J - itigiil imd 

e^tpjoymoftt rights 0* doal wopJe Wosi 2>!<5: r-: n^vv :>^0 af^iHr^t 
chaptefs The? Assoct^jiton p'itjHshes b pvittiyj cat. The 0<?<?/ >[4m£?,^c</'^>. <15 
wOH 95 3 f^umbo^ of OWOt books. p3fnphreJ5. i-nu ^an»5> 

Niaijoftfli Assbc»0fifbn 16? Re?a'dod C»!»*v^r^ii ^ 
2709 Av«fnuc t Ea$? 
P^e Bo>r 6109 
A'ifington TX 760 J t 
f817i 2614961 

person: the Na; onoi a >soci3t : « fo? ^oja-'^ied C<t»?e?^r> and eir 

1828 L Si . NW 
1202) 2930 

tnai cm rt^a^j^ a c^ucias diffc^ortco in »Ho l<vrs bt c^ ^^d^en ana jdu^fs 
^if.H cpyRjpsy S low cost mctjiM'ibn ofn^inoy ond low^^ cor*! • is^i^uoco 



Wheihe? ybu'fe & ^aveoi of : cHil(j witn . r.r^v: an aduH facsn'j 
pro&e?T)ji ari^fip ffonni op^^epsy. you can ^: <;edjc^v?fj odvocaies ^^jb 
Ofganararton feady jo hoip Reg<6? ^jJ oM«ce5 and iocai conrocrs car r^e^p 
find mmy oi ttie resources you an? ^ookmg ro^ inct Jdfr.(j r tiS? 
$peciaHsf!>. rcjrifAiing, cHriJcs. ffansponotion, job training, c^mps t.' 
cHiidren, 5r.d sp€C<ai livsng arrangements fb^ «>dut?^ f^ogra^tts va'v 
area to a^ea. so «t inr^ponant io i-no bu: vSfH;^i you* <'or.iji ^fbo; j'^^ 

The Um^fwi Sbbi^Vt Aut^H^c t^^^a^*: ' 
IBs Tampa Ave 
Albany, m )i20^ 

Uhf^l recency xhi^r*^ oswost tt^ui !ac«^ oif se^w/ . to H^rl:^ 

3crt)ist>c c^^^ti^^.^' '^'^d tMi^ i )fTuU0if fx a H^'d jf^b: uiJ too O^l^*^: ? 
Imd 3pp/op^»ata €*d[;ca:»on and uoawftnc SkK iSfotig^i the* deto^^»>»ni!d 
eHorts 0^ patent o^gani^a^ons and dedicated Drufeso«o?^iiJ!^:. hs? 
boon a JfamaifC ►?TiCfet»5»'? t><>?^ ifio und^^stand^ng o| cH rcjVen. 
and in scN>c? and ot^o^ servicos that can help thein. fi^iirnbe*** o? t^o 
Ndt>bno» SiKriiiiv -b? '*^/l>itkC Cn^iti^ef^ af** cb^tv f,^ing o'n(>/'s r 
children fii^e i)'? c^'idfon, have iHe ftgh^ to bt' nuHu'oc -^-iwriHr'^ /^fvj 
accepted tjo that ?hey: too can Jofid ^'v^ v^^r ;»<rfv ^ti ^ , - 
oj«*<oi an poss b?!^ 
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Pedere- iniotfu^Xiori Cl'^^so^s »n sovontv^f vert majof Citfes w*H dt^or t vbu 

"if^4f ^Uii/jf 50u?Ci> 'OMfie p'-'*Cl»f7'<^(;| C': " -i:. D 
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*tfiy*njHKK> *«n^t>»' i.ffi^p^'^^ •^^^i> ^O* v^b*<p:3 _cp«nft^w^r ■ '-^ oV^' ^*_J'^^ 

Hptlifr '..^ , ... ... -, — 

0*^^yAl<>^ . .- ■■' 

Ai>dm.^ z ......^ 

# 

0^ '*ijrp''- r ... __ 

0? S?Ai»? i'i>*%(Ji' ■ ■■■ •j^'" ? ty-§iiri}av^^' 



0"«f^- C-\^v'- .V-i^-'.''- T-^:?'.'' 
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IMERGING ISSU td AVAiL^BlllTY FORM 



the poti^caiions listed t>eidv^ a*e a^a«li>bie wHila i^ ;)t«v«j las? th/oucij. vnrf 

Cenie*^ requesi^ sfngic cop'?*^ ^d^ tvvo rnoio eddies o^bose 
aocibs^i 5? ipbsiage ar«d ^<inbt«ngj vVtieA the df<g»haJ suppiv »5 dopl^^ted 
copio^ vv^iJ oiso &e avaiidoH> tHrbi?g^^ fHo ctesnngHduSfys hsxeti bcJdvv ^^f; 
weH as NARie g^c^^ sd-v/^co has »is own poiicv "^9'^'"9 bof^dvvinn a 
obta^'^g coP'Os d^ dor s^^^^onrt; t/drn i?$ cotiocf'Qri; 'jd contacr 
Ofgan'^ii'O ouf^^ikon fos' ^^a^^o/ dof^ii*& THoso dub^CfMiO^v S'O^ 

Nai»dnai ftohst^ii S r'«pu?ifm?^? o[Zo^^'^^y^. • 

446? 8T»t ' i. So'v ce 

'^ '^^ :703» ^97 4650 

WO' bf^»>' * ^ 
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